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ABSTRACT 


The research upon which this study is based was conducted in one renal 
unit in Western Canada in the spring of 1973. This is an exploratory study 
of renal failure in which three treatment modalities - hospital dialysis, home 
dialysis, and kidney transplantation are conceptualized as patient careers. 
The findings suggest that there are differences between the three treatment 


groups and that these are amendable to analysis from a career perspective. 


Staff and patients alike seemed to view each modality as a distinct 
career, and the core characteristics of each treatment program centered on 
the sick role which it implied. Hospital dialysis, for example, was seen as 
an illness modality; home dialysis represented rehabilitation, and transplanta- 
tion was regarded as a recovery modality. Each career seemed to have distinct 


goals and norms. 


Although the process by which patients chose (or were selected for) the 
career possibilities was somewhat complex, and not always determined by choice 
alone, patients did have career preferences. Most wanted a transplant - but 
some were clearly prepared to wait until the odds for a successful transplant 
were better, while others were eager to have a transplant as quickly as possible. 
Social class appeared to be an important characteristic in distinguishing 
between the two groups. Time, however, generally had a "wearing dcwn" effect 


upon the patient's reluctance to be transplanted. 


Hospital and home dialysis were generally regarded as waiting modalities. 
Sometimes convenience seemed to be the deciding factor - but, here too, there 
were elements of preference. Some patients appeared to welcome the secondary 
gains associated with an illness medality, while others clearly eschewed illness 


and prefered to be rehabilitated. 
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The findings also suggest that we should be concerned about the 
consequences of career choice. That is, patients may be better suited for 
some careers than for others. If this is so, then further study from the 
career perspective may lead to practical suggestions for selection criteria. 
It may also mean that the ramifications of treatment programs are more important 


than the psychological response to impaired renal function. 


The staff at the renal unit under study stated that they hac difficulty 
selecting patients for the treatment alternatives. Further research which 
focuses on treatment programs may thus be of practical value to those who 
treat and care for renal patients. The career perspective is promising but 
it needs to be refined and subjected to more rigorous study. The theoretical 
implications of this research also euggest revitalization in several areas 
ef sociological theory including sick roles, rehabilitation, and professional- 


ization, 


Ld 


oi i ty ke Sn i 
tsidy tateear <guletnT siiiaaette:2 saomsligar ad act ath 
win his Aa ey So at noe 32 


ACKNOWLEDGMENTS 


I am indebted to many people who have assisted me with this 
work. Since all of them cannot be mentioned here, I will single out 
those whose efforts were particularly invaluable. My thanks to the 
administrative staff at the University of Alberta Hospital for allow- 
ing me t6@do'the research’ there. Special thanks torDrs A; Ulan, then 
Chief Renal Physician, who was particularly helpful in opening the 
doors.of'the renal areas to me, and to Daisy Perry, R.N., who gave 
so freely of her time during the research period. I am also indebted 
to the patients who took me into their confidence and shared their 
experiensessethcurehopes, theix dreams, and their fears, But; -above 
all, thanks to Professor William Novasky, of the Sociology Department 
at the University of Alberta, who always epitomized what is expected 
of a teacher. Most of what I know about sociology came from him. 
Many can impart knowledge; he endeavoured to help me to develop a 
sociological view of knowledge. He demonstrated considerable patience 
during my ar periods, and sometimes wisely allowed me to make my own 
mistakes. He was often critical, but always constructive. When praise 
was deserved, he gave it generously. And when it came, it was doubly 


sweet because it had to be earned. 


atalat 


xsi Otgate-vibw'T penal preening ok 
oft oF 2dnaid WH Srapitegsit eo aeee 


a mel «A 22007 ednadt tetoeqe” Ava do . 
aiid grbieqo ne Grtgted lamas ng 2n4 .aiw’ ote 
aveg Osu 2 Maa Apa weit ot bie on 03 2note ! 
bo rdebri eels ‘in bobreq doras2ot ssieiaee sell 
dads botnde (ban Ssnebithoo 1tass aitné om dood: ody 2anodah 

svode , 308 exit tiodd bas <2megrb tied ,2ateit - <i 

Jromireqad ygoloroe” SAy-xe desven “ae ein pert 

bedouyxe 2k si besimotigo exyswls oily. etrediA to yaierevial » 
smi mord Saha ygoToLzoe tuoi ‘wot t deilw Yo ae0M TOA 23 

s qgotsvoh of om qfart or beciovnobno on pbsivont eae “a 
sonditey sidereblenos boserseanmat alt -ogbolwiond Yo woly aige <j 
nwo ym oddm ot om bowoltn lozti pani roaoe bas eboiteg wole a gai 
oninag, non CS A ice aetna 2 ee | 


Yidvob enw ti ome a Sh ea 


=t 


a 


CHAPTER 


pe 


acs 


ne 


LV 


LNT RODUC TRON Mt etetta ss 2 cern fe 


TABLE OF CONTENTS 


AP ines Paro lenin ce EAP Cit Greks suki s,jeus,0. 41608 <loieteleveneue tone aca elles ere 
B. Renal Disease and Treatment Modalities ....... siaace oe eaie 
Gee tOUMIMNaT ys onecteretets cere ste eatetetenator as a erste sachet eden otatetcts SKK LOGAN 
LITERATURE REVIEW ere © 9! @ 8 2 (678418) 6 6.6 a6 ts B.0.:8) 28. 8 @ e820 1678 0 2 S © 6.2.9 2 6 8 ‘a’ Oo 


Ae 


Be 


The Moral and Ethical Issues in Dialysis 


and Transplantation . 


eee 


ee 


eeee 


eC 8 8S 6 0 0 © 6 6 © 0 6 6 oo 0 6 86 


PEOLeSS TOnalasm ald sProness NOMA a zatclOM ste sce ensle ee cle ; 


ihe Psycnosocial Aspects or snendlc DiSease %. ewan sc 04 « 


Didlvyets "aid Tratoplantation aS Sick ROS i. 6 sess ews 


Dialysis and Transplantation 


SUIMMEIAY NGagananso gos 


ASmRattemt GareeiS) isc ee 


eceoerecvewreoeer er eve ee eeoereeee 


So UDyY 2 WESIGN, AND DATA COLLECTION (i sstwwcs slew s sce 00's 


PIONDINGS x sics 00 sea» 0 


IVCROMCLC EC LOM: dev: e1as 0 0.6 


The Onset of Renal Disease 


eoceeeceeeveee 


eoee 


eerceoeeveeeveoevrevree eee eee oe 


From Diagnosis to Failure: The Waiting Period ......... 


THe AN CVELVaILOLy Vola te  S xislk es bonne wee woe wesw ov ic)eale § asec 


The First Drdly sus Experience vs. 


AG VES Cari OOO Pa aS 15. 0 ates es: 6's 


Chanping Courses ©... 


The Treatment Treadmill 


Treatment Preferences 


iv 


oeeeee 


oocaovreeeee eee wee eoere eee ee 


58 


58 


ae acai. a. ae 
if “eceae Liae soslee Gila tants sivas ose peaueaee 58 


! Py a a nish Reka Caritas Si Px RRR 


| “2 
£ eeeavers Hebeeaes "ga itenalt 20 (ann ts 
tr perm nynencnter-- * 


St CR Cre a ee eee eee eaves § 


hey Tet a souaal wee Rng 
St a ileus <3 Ties, ge re acerypes: See eee +4 ha 
at Sante Sale ee Lode noisexilgnoseratoat bas melianogestent Ag 


26 seeeeeastene S0n0H%M Janam Soasdbqek Lnkveddlae OH. pert od 7 
12 uw is anton, Joid. en nofsesnotqenor? bad etetieid of Pes. 
"ge be avce 27ST ey 28) nk rere bee ren ee “= ay a: 


Or se eee re ee ee 


| oe Wee akiavaseees vOLTaaLI09 ATAG OYA yore sare air 

thay ee : a 7 

Th eee reere ME 2 etaeyatlers’ - 7 
‘a ; 


» 


ee eyeeedas ane eeseeuseesengness ion tans 20 tot — 
se sis uien Senna ; 
: sorticneres ath . aoite 
war a 


22 eee sage! sstascrs 
Xe 


J. Some Consequences of Renal Disease and Treatment ..... 


(i) 
(14) 
(Ags) 
(iv) 
(v) 
(vi) 


K. Career 


DISCUSS ION 


The Decision to Marry 

Residence 

Occupational Choice 

Employment Status 

Social Life 

Patients’ Concept of Themselves: as Sick 
or Not Sick 


DeicaSVOnSm a eee Bi Air plete (ele, aleyets (eels aval ec a celarenets. is ele 


A. Relevanee of a Career Perspective to Renal 
WESCVSCRICN bth (Coen i BANS Te pay a AION Qurdk in te Semen BL aan 


Bs Relevance of a Career Typology to Each Renal 
Digstase. Vreat ments Moda Vat ys. «ts. sw wis eo poste oie. 6 ote 014 55 


(1) Hospital Dialysis 
(ii) Home Dialysis 


(111) Transplantation 
CH COMGINIST OMS iste lopeie cis esta yt eliere wis ovatele ce oversee le ele oheie ever slic! ore 
De, Wtbeeielnere JNiceAS Cae WEEE HHElN AiG Gota.o 6 OU OOO OOO OIDLC sewe 
BABLAOKERVNBERE Soaeacasad Seer ere enc revo ane aver Susie Be cUatotere shar ole sohete ie aieteners 


APPENDICES 


aT 


63 


75 


wh) 


79 


oa 


102 


107 


7 — 7 7 ; =) 


ean 
& Gs 8 emee ee 
0 » ad 
Ly 
ab Sti 29? 2.44 qo at @- oe 
= Foss teat vihee Maen ree a) See 
1 - 7 


" — meet as ad VR’ Sai rah jh’ A sapped Soil . 


Ge i » 2, @ e= 


=e€@¢ 668 €e 62 


TABLE 


II 


iT 


IV 


LIST OF TABLES 


Description 


Treatment Preference by Current Modality 


Educational Attainment by Treatment Modality 


Status of Membership in the Kidney Patients' 
Association by Treatment Modality 


Patients! Concept, of themselves as: Sick ox 
Not Sick by Treatment Modality 


vi 


PAGE 


a) 


66 


70 


1S 


LIST OF FIGURES 


FIGURE PAGE 


I Trajectories of Renal Patients 38 


Ny ae 


Chapter J 


INTRODUCTION 


De The Problem 


This is a sociological study of renal disease. More specifically, 
this is a study about the ramifications of a new technology - in this 
instance dialysis and transplantation - which can prolong the lives of 
those suffering from chronic renal failure. These patients are in a ra- 
ther unique situation and this research attempts to outline the patient 
careers which »they pursue asa consequence of theix therapy. 

UneLienecentiv the loss sor kidney, function, .or, renal. failure! as at 
1S more correctly—-cailed, spelled certain death. For a number of years 
there had been talk in medical circles about the possibility of maintain- 
Iigethese Patients byveather dialysis? or transplantation. However, lit- 
tle attempt was made to treat patients with chronic renal failure until 
both procedures were feasible. The first patients were accepted approx- 
imately fifteen years ago. Treatment was expensive and early results 


were disappointing. Within the past five years, however, dialysis and 


Dialysis may be accomplished in two ways: via the peritoneum or the 
blood stream. Hemodialysis refers to a procedure whereby the patient's 
arterial blood supply is diverted through a machine which, by osmosis, 
filtration and diffusion, removes the impurities or wastes in much the 
same way as the kidneys would normally do. The blood leaves the machine 
and is returned to the patient by a venous route. This was the preferred 
method at the time of the study. Peritoneal dialysis was used only as a 
stop gap measure until hemodialysis or transplantation could be done - 
or as a dialyzing technique for a small number of patients who were not 
good candidates for hemodialysis. More recently, however, peritoneal 
dialysis is enjoying renewed popularity. See: Open Forum: peritoneal 
dialysis. J. Ren. Wels 5 Cle says ees: 
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transplantation have become more regularized and treatment centres more 
numerous. Today most patients with renal failure can expect to be offer- 
ed a choice of treatment methods. 

The choice is often only theoretical. In actual practice the choice 
is not always the patient's to make. Some treatment centres offer only 
dialysis or transplantation. Others offer both - and even a range of 
dialysis proeranse but a variety of circumstances, including medical con- 
siderations, may dictate which therapy is offered to an individual pa- 
TTENCL 

Research data for this study were obtained from a university-affil- 
iated hospital in Alberta. During the exploratory stages of data gather- 
ing the staff of the renal unit expressed concern about the implications 
of treatment methods and indicated that some patients were better suited 
to certain treatment situations. But just what characteristics deter- 
mined shecenateesy, wal not clear atiall? 

“Since this centre offered three treatment choices: hospital and home 
based dialysis, and transplantation; it provided a rich environment for 
comparing treatment programs and developing some understanding of what 
happens to patients as they pursue the various renal careers, 

The literature on renal failure, dialysis and transplantation offer- 
ed little indication about how patients selected, and adapted to, these 
treatment modalities. This question spite be explored from a number of 


sociological avenues. The career typology was chosen because it offered 


g Initially dialysis, by either route, took place in the hospital. In 
the last few years there has been a distinct move to home dialysis and 
limited care centres. The latter are usually located outside of the hos- 
pital but employ some staff members who are available to assist patients 
in providing much of their own care, 
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a sound way to acquire basic sociological knowledge on what happens to 
patients with chronic renal failure. This approach, in turn, may en- 
hance our understanding of patient behaviour which, despite a flurry 
of research, is still largely unknown. If it is successful the find- 


ings may be of both practical and theoretical value. 
B. Renal Disease and Treatment Modalities 


Some background information on renal disease and treatment tech- 
nology will enhance our appreciation of the problem under study. Chron- 
ic failure, which is the focus of this particular study, follows the 
deterioration of the kidneys. This kind of failure usually develops 
insidiously over a number of years. The cause varies. Sometimes it 
is due to recurrent kidney infections. Sometimes it is due to degen- 
erative diseases, such as polycystic kidney disease, which often have 
a genetic basises Sometimes the patient knows that he is headed for 
failure; sometimes he does not. Although shut-down usually brews for 
years the onset may occur suddenly before it was expected. Regardless 
of the cause, or the timing of the onset, renal failure means certain 
death unless the patient is treated by long-term dialysis or transplant- 
ation. 


Each treatment method has drawbacks. Regardless of the type or the 


3 
At least five of the patients under treatment in this centre had 


kidney disease of genetic origin and had watched other family members 
develop failure, undergo treatment and die. This kind of rehearsal 
must have some effect on the patient's response to his own disease. 
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goutines * dialysis is a treatment and not a-cure. It is an expensive 
treatment that usually costs in excess of ten thousand dollars per pa- 
ticnt per year, and it interferes with thé patient's normal life. Not 
only must the patient take time out (up to twenty-four hours a week) for 
the procedure, but he must also restrict his diet - and particularly his 
fluid intake. Even highly motivated patients must find dialysis, and 
the routine it imposes, wearisome. Long-term use of the artificial kid- 
ney machine is also revealing its inadequacy as a kidney substitute. 
Some senior patients are developing bone disease and blindness. Al- 
though newer techniques now necessitate fewer blood transfusions, when 
transfusions are necessary they can increase sensitivity and thus po- 
utes rejection if a transplant is done. 

Renal transplantation is an alternative treatment. Actually it is 
more than a treatment - it is an attempt at a cure. Unfortunately, it is 
not always successful. Transplanted patients constantly live with the 
threat of rejection of their new kidney, and must remain under medical 
supervision. In the early days patients who had been transplanted gener- 
ally lived only a few days. A world-wide registry, which was established 
in 1963 in order to accumulate data on renal transplantation in man, re- 
ported that as of 1968, 1,187 patients had been transplanted in sixty 


three institutions located in nineteen countries. But, as of 1968, 949 


i In the early days dialysis was usually offered once a week. At the 
time that this research took place, it was generally agreed that patients 
felt better, and responded more favourably, if they were dialyzed about 
three times a week. Again, there is some new thinking on this matter and 
at least one centre is moving toward shorter and less frequent dialysis 
in order to be able to accomodate more patients. See: Barbara Vincenzo 
and Jacqueline Mastrangelo, 4 hour dialysis: socio-economic aspects. J. 
Ren. Jech,, 3 (2)3 44-40; 1974) 
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of these patients were deadis Dossetor (1967) says that only 40 to 65% 
of transplanted patients can expect to be alive at the end of one year. 
Of these 80% can expect to be alive at the end of two years. Beyond that 
the future is unknown. Repeat transplants are becoming more common. In 
fact, some patients have received a third transplant. It should also be 
pointed out, however, that once a transplant fails, only 25% of the pa- 
tients can successfully return to dialysis. This means they must be 
quickly transplanted again - which is not usually possible - or they will 
die. | 

The failure rate associated with transplantation is a result of prob- 
lems associated with getting the body to accept a foreign organ. Despite 
considerable research the rejection process is not well tndeosenod.2 Le 
is known, however, that success is more likely with a good match. One 
physician equated the odds for a successful transplant in this way. As 
of 1967 65% of the recipients of a blood matched kidney could expect to 
be alive at the end of one year. For randomly matched cadaver organs the 
figure is 40% (Dossetor, 1967). That being so, perhaps living donors 
should be used in preference to cadavers. But living donors, and parti- 
cularly those who are well matched, are not always available. In addi- 


tion there is, slight, though not insignificant, risk to living donors and 


. These data and an assessment of transplantation can be found in 
Joseph Murray and Benjamin Barnes, The world wide status of kidney trans- 
plantation. Human Transplantation, edited by F. Rapaport and J. Dausett. 
(New York: Grune and Stratton, 1968), 15-60. 


For a simplified explanation of what is known about the complex re- 
jection process see J.B. Dossetor, Present status of renal transplant- 
ation. Canad. Nurse, 63 (10): 32-34; 1967. 
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this is one reason why some centres prefer cadaver Kidneys: 

In addition to these risks more recent developments have also shown 
that immuno-suppressive therapy is not without its disadvantages. These 
range from the "moon face" long associated with steroids - to the in- 
creased risk of malignancies among patients on this kind of therapy.® 

Current efforts are striving to make both dialysis and transplant- 
ation both successful. Research associated with transplantation is at- 
tempting to improve upon the parameters of a good match and the safety of 
suppressive therapy. Nevertheless, tissue-typing remains an inexact 
science and there are reports of good responses following a poor match 
and vice-versa (Fox and Swazey, 1974). In addition the list of risks 
associated with suppressive therapy continues to grow. 

Because dialysis still seems a safer treatment than transplantation 
a number of innovations are being tried in order to reduce costs and al- 
so make long term dialysis more palatable for patients. Social workers 
and psychiatrists are often attached to renal units in order to help pa- 


tients and families to cope with the stress of treatment. Home care pro- 


7 

Hamburger and Crosnier state that the immediate operative risk for 
donors is 0.05 per cent. The long term risk of losing the one good kid- 
ney is 0.007 per cent. The latter is said to be roughly equivalent to 
the risk incurred in driving a car for 16 miles every working day. See: 
Jean Hamburger and Jean Crosnier, Moral and ethical problems in trans- 
plantation. Human Transplantation, edited by F. Rapaport and J. Dausett. 
(New York: Grune and Stratton, 1968), 37-41. 


8 
Fox discusses this and other aspects of drug therapy. Renee C. Fox, 


"A sociological perspective on organ transplantation and hemodialysis." 
Ann. N:Y. Acad. Sci.; 69: 406=4285.1970. 
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grams” and limited care centres reduce the financial outlay of the hos- 
pital and help the patient to normalize his life. 

The advantages of home care are obvious. The patient can sleep dur- 
ing his run and spends less of his time travelling to and from the hospi- 
tal. His self-respect is often revitalized when he is able to assume re- 
sponsibility for much of his own treatment. But home care can also place 
a tremendous burden upon the patient's family - most especially the one 
member who is selected to be the partner. This is less true than it once 
was, for early programs emphasized training the partner, rather than the | 
patient, and this made the partner - who was usually the spouse - into a 
substitute doctor. Now most programs primarily train the patient and the 
partner is more of an assistant. This newer approach relieves the part- 
ner of some of the onerous responsibility for the patient's tee HO 

. The limited care dialysis wanted is a more recent innovation. It 
is a sort of half-way house between hospital and home dialysis and, as 
such, has some. of the advantages of both approaches. Usually such a cen- 
tre ts set up ina Farge houses* It ts *statted by some professionally 


trained persons, frequently a nurse and a technician. Patients dialyze 


- Rae and Craig provide a good discussion of home dialysis and compare 
the costs to those incurred in hospital-centered programs. See Angus Rae 
and Pauline Craig, Home Dialysis: Its costs and problems. C.M.A.J., 
LOG. L505 -1508 5 819772. 

Sampson provides some insights into the selection and training of pa- 
tients for a home care program. Tom F. Sampson, Home Training: trans- 
versing ‘the maze. J. Ren. Tech., 3 (3): 20-28; 1974. 


wy For a discussion of the problems of spouses see: Philip Shambough 
and Stanley Kanler, Spouses under stress: group meetings with spouses of 
patients on hemodialysis. Amer. J. Psych., 125: 928-936; 1969. 


at This type of program is discussed by Pittard. See: Joanne Pittard, 
Sere eate dialysis. J+ Ren. “reen., "35 °(3): 18-47; 1974, 
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themselves as they would at home, but the staff members are available to 
act as partners and to handle any emergencies that may arise. The chief 
drawback to such centres, and one reason why the unit under study was hav- 
ing difficulty persuading hospital administration to establish one, is 
that the staff in such centres do not have the protection (and back up 
facilities) which they would have in a hospital. 

The debate!? on choice of treatment - dialysis or transplantation, and 
how to help the patient to cope with it, is more than academic. The staff 
at the unit under study spent considerable time discussing this topic. A 
brief review of the history of this unit suggests that initially dialysis 
itself was seen as a great break-through. In a very short period of time 
it came to be viewed as a stop-gap measure to be used only until a trans- 
plant could be done. Despite early disappointments from 1967 to 1971, 
transplantation continued in earnest until 1972 when it declined sharply. 
Then the staff reverted to dialysis. An attempt was made to use counsel- 
ling and psychiatric practices in order to make hospital dialysis more 


bearable. This too proved disappointing. Home care was the next possible 


i For an account in which several renal physicians reflect on the past 
and speculate about the future see: Open Forum: a twenty year perspective. 
J. Ren. Tech., 3 (3): 36-39; 1974. 


18 Although survival statistics were not made available to the research- 
er, a log kept by the nurses states that of the four patients transplant- 
ed in 1967, three died within two months and the fourth by one year. Three 
patients were transplanted in 1968 and all died although two lived about 
one year. In 1969 eight patients were transplanted and, of these four 
weze still alive as of 1973. Of the ten transplanted, in 1970, four were 
still alive. 1971 was the boom year - seventeen transplants were done 
and five patients survived - but three survived without their transplant- 
ed kidneys. Thirteen transplants were done in 1972 and eight patients 
survived - but only three kept their kidneys. In the first five months 
of 1973 the log shows only three transplants. One of these patients lost 
his kidney within 3 months and the other two were transplanted just 
shortly before the study was completed. 
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panacea and for a while great effort was expended to divert patients to 

this treatment modality. About the time of the study it became increas- 
ingly obvious that home care could not work for everybody and the staff 

began to seriously consider the development of a self-care centre. 

As a result of this confusion about treatment programs this research 
took place at what was probably a low point in the history of this parti- 
cular unit. Hospital administration evidenced little interest in the 
treatment of renal patients. Facilities for their care were scattered 
throughout the hospital — an old pavilion. Renal physicians had diver- 
gent interests - one was devoted to research, a second emphasized pre- 
ventative wits and the third left towards the end of the study to 
pursue his goal of providing an organized treatment program. Some mem- 
bers of the nursing staff lamented thattretite patients did not get better 
and therefore their work didn't seem to get results. The rewards which 
nurses generally associate with their work were simply not available in 
this setting. As a result conventional wisdom dictated that nurses should 
not remain in the renal area for more than two years. Although not all 
nurses agreed, and some found new avenues of satisfaction, all agreed 
that renal nursing is emotionally exhausting. The patients and their 
families also seemed discouraged. Some felt,and at least two staff mem- 
bers heredayh that the death rate among patients in both the dialysis 
and transplantation programs was “too high" and that in some instances 


i In one instance one of the physicians remarked, "All of this talk 
about transplantation is crazy. Our two-year success rate is less than 
fifty percent." On another occasion a nurse commented that the unit 
seemed to be losing more of the dialysis patients than it should. When 
asked why this might be so she said, "Well, these patients need strict 
medical supervision and when the doctors let up they tend to give up and 
die." Field Notes May and June, 1973. 
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it was due to the patients giving up and even, with varying degrees of 
intent, committing suicide. 

Some aspects of these problems may have been idiosyncratic - that is, 
they may have been peculiar to the unit under study. There is evidence 
to suggest, however, that the unit was not alone in its dilemma. Fox and 
Swazey (1974) cite similar situations elsewhere and even make reference 
to an informal moritorium on transplantation. An official of Statistics 
Canada confided that one of the unspoken reasons for establishing the 
Canadian Dialysis Register was to obtain some "'cost-benefit" data on di- 
alysis. Survival statistics and cost estimates alone should not deter- 
mine if treatment for renal failure is worthwhile. We need to know more 
about how the patient views his experiences - and hence if his lot can be 
improved by selecting the appropriate treatment modality or by offering 
"support". This study does not, however, propose to answer the question 
of how selection techniques and support measures might be employed - rather 
it is restricted to describing what happens to renal patients. As the 
literature review will later indicate our knowledge of renal patients is 
scanty and before we can debate what ought to be, we need to analyze and 
understand what is presently happening. 

The decision to focus this study on treatment programs is deliberate. 
It is based on a premise, drawn from the literature review, that further 
study on the psychological feeupase to kidney impairment will be of lit- 
tle value and that we should look instead at the consequence of the, 
treatment program itself. 

The career perspective was selected as the method of analysis because 
it directs our attention to the shared experiences of all renal patients, 


and those which are associated with each treatment modality. Roth (1963), 
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who pioneered the use of the concept of patient careers in his study of 
tubercular patients, examined the development of goals and timetable 
norms. Despite the fact that his analysis seemed fruitful, little at- 
tempt has been made to use this concept in the analysis of other types 
of illness situations. In a sense, then, we are testing the approach as 


well as studying what it reveals about renal patients. 
C. Summary 


In summary, renal mates is a fatal condition which can be treated, 
with varying degrees of success, by either dialysis or transplantation. 
Each treatment program has advantages and disadvantages. Current think- 
ing suggests that some of the disadvantages can be avoided, or at least 
minimized, if patients can be placed in the program most suitable for 
them. Projects such as this one which describe what presently happens 
may generate insights into the characteristics which determine suitabil- 
ity. At the practical level knowledge of this sort may lead to improve- 
ments in the selection process, and at the theoretical level it may en- 
rich our understanding of patient behaviour, 

The literature review in the following chapter will outline some of 
the approaches used in previous research and how these have added to our 
present knowledge of renal failure. This should help us to understand 
the objectives and design of this particular project which will then be 
discussed in greater detail in chapter III. The findings will be pre- 
sented in chapter IV. Chapter V, the final chapter, will discuss some 


of the implications of these findings as well as questions for future 


study. 
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Chapter II_ 
LITERATURE REVIEW 


The preceding chapter hints that there are a number of avenues which 
social scientists might pursue in examining the implications of dialysis 
and transplantation. Although our interest is primarily in those which 
pertain to the psychosocial aspects of the disease, we can strengthen our 
appreciation of the many problems associated with the treatment of renal 


failure by reviewing what has been accomplished in various areas. 
A. The Moral and Ethical Issues In Dialysis and Transplantation 


The moral and ethical issues raised by dialysis and transplantation 
afford one of the most obvious sociological perspectives on renal failure. 
It is almost impossible to discuss the treatment of chronic renal failure 
without touching on some aspect of the moral problems involved. These is- 
sues arise from two features of the treatment: (1) it is still largely 
experimental, and (2) it .is expensive. 

The experimental nature of the treatment gives rise to a number of 
questions of which “patient consent" is the most fundamental. As Schreiner 
and Maher (1965) point out, the patient may be too ill to appreciate the 
ramifications of selecting dialysis or transplantation - or no treatment 
ateall.  Wescan be just as skeptical of the family's ability to make a 
purely rational decision. When transplantation is considered Moore (1969) 
doubts that "informed consent!’ is ever really possible. As he says; 

When we move ... to such desperate measures as kidney 
or liver transplantation for fatal disease, it is 


evident that the hopes and the inborn optimism of 
youthful science combine to push the patient forward 


(p. 511). 
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Although Moore limits his concern to the recipient and his family - 


what about informed consent with respect to the donor and his family? 


When a cadaver kidney is to be used the donor is usually unaware of his ° 


We 


role and the question of consent falls to his family. Some families have 


reported that tremendous pressure was placed upon them to consent to do- 


nating organs for transplant. In some instances the donor is kept alive, 


by artificial means, until the family is persuaded. In other instances 
the family is asked to refuse such life-saving devices so that the do- 
nor's organs don't have a chance to deteriorate. 

Examples such as this are resulting in a re-evaluation of medical 


ethics and, in particular, to new medical-legal definitions of death. 


Institutions are becoming more aware of the need to implement safeguards 


to protect potential donors and their families from a overly zealous 
quest for kidneys and other organs. 

When a living donor is considered he is usually drawn from the pa- 
tient's relatives and this means that one family unit is faced with the 
pressures associated with both giving and receiving. Mauss! (1954) in- 
sightful treatise into the psychology of gifts should sensitize us to 
the possible repercussions. According to him a basic tenet of human 
psychology dictates that gifts are to be repaid, and thus the act of 
giving initiates a network of social exchange. Mauss! theoretical pos- 
tulations are confirmed by Crammond's (1967) study of transplantation 
with living donors which led him to conclude that, as a consequence of 
transplantation, a significant change occurred in the relationship be- 
tween the donor and the recipient. 

As Fox and Swazey (1974) point out, it is important to note that 


the best tissue match is not always coincidental with the most psycho- 
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logically appropriate donor. This is particularly true when the patient 
is married. For psychological and social reasons, spouses would usually 
be best prepared to become donors. Genetics, however, favour parents 
and siblings as the best tissue match. 

Sometimes there are strong psychological and social reasons for re- 
fusing to allow a suitably matched relative to donate. Conversely, 
sometimes a highly motivated donor is permitted to donate an organ even 
though the tissue-match is less than ideal. Fox and Swazey (1974) note 
that when psychological oe determine whether a donor is accepted or 
rejected, the reason is never divulged and will not be written into any 
records. 

Perhaps renal physicians recognize the impact which transplantation 
may have upon the family unit. Sometimes structural changes occur. Fox 
and Swazey (1974), for example, cite an instance in which a male patient 
spent his convalescent period with his maiden sister, who was the donor, 
rather than with his wife and children. Unfortunately, this patient 
died without ever returning home to his family. 

Although this kind of response may be extreme, transplantation prob- 
ably creates a strong psychological bond between donor and recipient. 
Often the donor feels that the recipient is a part of him and, while the 
recipient lives, the donor may feel that he has some rights over the pa- 
trentss Jife. 

Crammond (1967) tells of one woman who became very upset when her 
brother, who had received a kidney from her, appeared to neglect medi- 
cation advice. To her it appeared that he was squandering her gift. 

Her concern, in turn, was translated into nagging which made his life 


unbearable. Fox and Swazey (1974) cite other case histories in which 
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the donor was devastated when the transplant enieas* 


While ethical problems are more pronounced with respect to trans- 
plantation, and the cost factor is more prominent with respect to dialy- 
sis, dialysis can also generate ethical problems. ents once a 
patient enters a dialysis program, can he be withdrawn if he - or his 
family - feels that treatment is no longer warranted? The complexities 
of this particular situation are illustrated by an incident described by 
Hamburger and Crosnier in which the physician ignored a woman's pleas to 
have dialysis stopped. Later she said, "Don't listen to me, that's my 
uremia talking, not me. I want to stay on the program" (Grune and 
Stratton, 1968: 39). 

Cost is an ethical as well as financial problem. Because dialysis 
may cost in excess of ten thousand dollars each year per patient, it is 
beyond the financial grasp of most individuals. Consequently many pa- 
tients compete for acceptance into subsidized programs. This is parti- 
cularly true of countries in which the public sector is not heavily com- 
mitted to health care as a basic right. 

Although overt screening is not as common as it once wasi° Schreiner 
and Maher (1965) comment that, when screening exists, it generates yet 


another host of thorny questions such as: 


ie An example of this was also noted during the course of this research 
when a twelve year old boy received a kidney from his father. The kid- 
ney was rejected and the child had to return to dialysis. Unfortunately 
he also suffered brain damage in the critical post-operative period. 
According to the staff the father seemed to feel very guilty about the 
unsuccessful transplant and, from that point on, he withdrew from the 
illness situation and left his wife with the responsibility of caring 
for their son. Field Notes, May and June, 1973. 


sy For a current discussion on screening see: R. Fox and J. Swazey, 
Courage to Fail, (Chicago, lllinois: the University of Chicago Press, 


1974). 
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(1) What criteria should be used?_ Should medical criteria 
alone be used - or should social, psychological, and 
economic factors be considered? 

(2) Who should set the criteria? 

(3) Should social factors be dependent upon the patient's 
contribution to society - or the burden he will leave 
if he dies? 


(4) Who should do the screening - medical or lay people? 


The problems inherent in screening can be avoided by providing uni- 
versal access to treatment. This however, makes public funding impera- 
tive and thus raises another ethical problem - namely, priorities for 
the health care dollar. As Fox (1970) says, the vast sums of money spent 
to prolong the lives of a small number of chronically ill patients could 
probably be better spent providing basic health care to a large number 
of people. 

server vette of where the funds come from there is a very real possi- 
bility that renal patients are aware that they are an economic burden to 
the community. If such is the case it must surely intensify the stress 


of treatment situations. 
B. Professionalism and Professionalization 


The reennelory involved in the treatment of renal failure is still 
in its infancy - or at best not. far behind. It is therefore not surpris- 
ing that there is a certain degree of instability in the units charged 
with applying this technology to human patients - and within the profes- 
sions who apply it. 


When this research took place there was little discussion in the 
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literature of professionalization within renal units. As is the case in 
most new endeavours there was talk about the need for an "interdiscipli- 
narian team approach" to the care of renal patients (Whipple, 1972). 
There was even more discussion about the role that various professions 
can fill. Psychiatrists were particularly vocal about their value to 
renal units (Crammond, Knight and Lawrence, 1966; Kemph, 1967; Abram, 
1968; Tuckman, 1969; and Taylor, 1972). Social workers too, felt that 
they had something special to offer (Hickey, 1972; Whatley, 1972; Cain, 
1973; Goldmeir, 1973). For the most part these professions are simply 
claiming that renal patients need their particular expertise. 

While psychiatrists and social workers are simply striving to en- 
sure that their traditional skills are used in renal units, there were 
beginning signs that other professional groups seemed to be using these 
areas as a locus for professional change. The most notable examples 
here are nurses and renal technicians. 

Although the medical management of dialysis patients is supervised 
by physicians, a great deal of responsibility usually falls to the nurs- 
ing stare, 3 Nurses hook patients up to the machines, observe them while 
dialysis is in progress and unhook them when it is.over. They exercise 
a fairly wide degree of discretion in handling emergencies, and in alt- 
ering the patients' routine if unusual events arise. Emergencies are of 
two types: the machines may fail and thus set off warning buzzers, or 
the patient may react adversely to some aspect of the dialysis procedure. 


Any one of a number of things may go wrong and, when they do, nurses must 


1 During a strike among nurses in Quebec in October 1975, hospitals re- 
ported that patients were unable to undergo dialysis because the physi- 
cian could not run the machines as competently as the nurses. C.B.C. 
television news, October 20, 1975. 
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respond quickly. As a result, competent nurses must be very well train- 
ed both in the operation, and occasionally even in the repairing, of kid- 
ney machines. 

But nurses also feel some responsibility for the psycho-social man- 
agement of dialysis patients. Their sense of responsibility is height- 
ened by the fact that these patients must become very self-disciplined 
if they are to respond favourably to the treatment, and also by the fact 
that the nurses get to know their patients very well. Banish are di- 
alyzed two or three times a week - for approximately eight hours each 
seSsion, so that nurses can't help but develop somesense of responsibil- 
ity for their welfare. 

The net result is that nurses are responsible for both instrumental 
and expressive caneyae that is - the technology of dialysis, and the psy- 
cho-social management of chronically ill patients. Although nurses sel- 
dom specifically address themselves to the question of their eoleshe 
their discussions of the nursing care of renal patients indicate that 


they do have a sense of dual responsibility. (Brand and Komorita, 1966; 


Sorenson, 1966; MacDonald, 1967; and Nesbitt, 1967). 


18 Johnson and Martin distinguish between instrumental and expressive 

care by defining instrumental care as the procedures done for and to a 

patient, whereas expressive care refers to meeting his emotional needs. 
See M.M. Johnson and H.W. Martin, "A sociological analysis of the nurse 
Tole in ihe American Journal Or Nursing 55," (3)5 S/o-orl, L960. 


i In the course of this research nurses on the hospital dialysis unit 
were asked how they perceived their role. All indicated that they re- 
cognized this dual responsibility. Most placed greater emphasis on the 
expressive aspect. As they put it, their first aim was to "support" the 
patient. They were divided on the desirability of becoming technicians 
(an instrumental task). In general the nursing assistants were more en- 
thusiastic about their role - probably because they were indistinguish- 
able from registered nurses, whereas some registered nurses fel they had 
moved too far away from traditional nursing and they were not required 
to "do enough for" the patients. 
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Depending upon the organization of the unit they may expect varying 
degrees of assistance from technicians on the one hand, and social work- 
ers, psychologists, psychiatrists and clergy on the other. This further 
complicates matters since it can then become problematic to determine 
where..to ;draw.the lines. That is, in both instrumental and expressive 
spheres the nurse must decide what is appropriate for her to do - and 
when she should call for outside help. To a certain extent her decis- 
ions must be based on the availability and aoa of sthe,experts: 
But these are practical considerations and our concern here is with a 
more basic problem. 

The instrumental-expressive conflict experienced by nurses in a di- 
alysis unit represents in microcosm the current problems of the profes- 
sion as a whole. Nursing is often considered a semi-profession accord- 
ing to sociological criteria such as those enunciated by Etzioni (1969). 
Its quest for professional status is hampered by the fact that it has 
little expertise which it can claim as its own. Today there is a great 
deal of talk about "the expanded role" which, if realized, can enhance 
professionalization. But which way should nursing go? If it expands in 
the direction of technical expertise it runs smack into territory already 
claimed by physicians and technicians. And if it goes the other direct- 
ion it collides with experts in the field of human relationships. The 
most notable conflict in this latter sphere. is with social work - which 
is another semi-profession with heady aspirations for full professional 
status. 

With some justification nurses may feel that they are a jack of all 
trades and master of none. Their professional mobility is blocked in 


almost every direction. Nurses in areas like renal units probably ex- 
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perience this dilemma even more acutely than others in more traditional 
settings. In some units, such as the one under study, the problem is 
further complicated by the fact that both practical and registered nurs- 
es may be hired as renal nurses, and the distinction between the two may 
be very blurred. 

The role of nurses in a renal unit is both complex and challenging. 
They are being pulled in two iitcot igen: © For this reason students of 
professionalization should find the renal unit an interesting arena. It 
would be an exaggeration to say that the fate of the profession will be 
decided here - but what transpires in renal units may accurately mirror 
what is happening to the profession in general. 

More recent literature indicates that the technicians are also pro- 
fessionalizing. Unlike the nurses the technicians seem to have a pretty 
clear idea of what they want and are clamouring for professional certi- 
fication and all the benefits that accrue from such a process. To real- 
ize this goal, technicians state that they should have a rounded educat- 
ion in everything pertaining to dialysis. They see their role as inter- 
twining with the nurse's, with the division of labour being determined 
by the institution, but it should be noted that if their education gives 
them access to some of the nurse's expertise that they may press for a 
role which allows them to use this knowledge. Technicians argue that 


they need certification for legal reasons - that is to protect them in 


oP The Edmonton Unit attempted to resolve this by experimenting with 
a "nurse technician.'' One of the nursing assistants was being trained 
as a renal technician. There appeared to be no clear-cut plan as to 
how she would be used, and she herself was not clear as to what she 
wanted to do. Of the nurses interviewed six (3 R.N.'s and 3 R.N.A.'s) 
favored the idca of combining roles, and three (2 R.N.'s and 1 R.N.A.) 
were opposed. ; 
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case of an error ~- but they also concede that this would bring them 
greater prestige and higher paymas 

Another intriguing aspect of professionalization concerns the pa- 
tients themselves. Chronic disease may generate "professional" patients, 
particularly if they acquire some medical expertise with regard to their 
illness. If they also have access to one another their professionali- 
zation may emerge from an organized base. Long term dialysis fulfills 
these: criteria: 

A patient on a dialysis program is a very special type of patient 
and some aspects of his patient-hood are worthy of note. Like the dia- 
betic, the dialysis patient must adopt a disciplined life-style. Not 
only must the renal patient follow certain dietary limitations, but he 
must also restrict his fluid intake. A number of different drugs may 
be indicated in order to minimize both the effects of the disease, and 
the dialysis itself. Again, like the diabetic, the dialysis patient 
must be carefully monitored since the treatment is highly individual- 
izeds »iihe dialysis process itself varies from one patient to another. 
Some patients require longer, and/or more frequent dialyzing. Whereas 
the diabetic usually monitors his disease by testing his urine, the ren- 
al patient is more often checked by a variety of blood tests. 

Almost all dialysis patients become quite sophisticated in their 
knowledge about their disease. Most learn to monitor themselves by sim- 
ply assessing their sense of well-being, or by evaluating the presence 
or Pe one various symptoms. Many centres encourage this process as 


an attempt to maximize the patient's independence, self reliance and 


Z See: ) Technician certification, Js Ren.) Tech wen (2)5 10-324, 1973; 
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sense of worth. Not only do these benefit the individual patient, but 
collectively the costs of the program can be reduced if patients can 
assume some of the responsibility for their own care. 

In a further attempt to assist dialysis patients in normalizing to 
a high degree, some centres offer limited care, or home dialysis pro- 
grams. Both of these approaches, but most particularly the latter, em- 
phasize independence and self-care. For obvious’ reasons, the patients 
selected for these programs are usually both intelligent and responsible. 
It is not surprising then that many of them become as knowledgeable, if 
not more knowledgeable, than many staff members about renal disease and 
dialysis. Indeed many believe that they are experts in their own par- 
ticular illness, if not in the disease in general. As patients become 
more cognizant of the degree of individual variation, they can become 
more confident about challenging the physician's recommendations. Al- 
though such patients can obviously become nuisances, they can also be 
very helpful. The latter is particularly true in experimental situat- 
ions where, as Fox (1959) explains, patients can become partners in re- 
search. 

For the most part, the staff who routinely care for dialysis patients 
are accustomed to dealing with knowledgeable patients. Pacpihd ents are more 
apt to arise when renal patients are admitted to other areas of the hos- 
pital. But even renal units can be expected to demonstrate some strain 


from this kind of patienthood. 


ae Many patients interviewed in this study complained that when they 
were admitted to areas other than the renal unit they were less likely 
tOuper-direct. answers. co their questions, and their own opinions were 
not highly valued. One girl reported that the staff on a surgical unit 
ignored her request for a specific drug and she went into convulsions. 
Field Note, June 10, 1973. 
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Limits, for example, are a real problem. Just how much does the pa- 
tient need to know in order to avoid complications and handle emergen- 
cies? At what point does the patient risk being overwhelmed by too much 
information - particularly about the hazards of {ugavle 4% When are the 
patient's interests best served by objective decisions which presumably 
the professional is better equipped to make? Individually, well-inform- 
ed patients can be irritating; collectively they may be even more threat- 
ening. There is always the possibility that patients may organize if 
they feel that the staff are pursuing their own professional interests 
rather than those of the patients. 

Renal patients are organizing. One such group in the United States 
drew up the Patient's Bill of Rights which specifies, among other things, 
that the patient has the right to complete access to.information, choice 
of treatment and physician, competent professional care - including psy- 
chiatric, psychological and social services, as well as the right to re- 
fuse treatment .°° 

The patients at the unit under study had also formed a Kidney Pa- 
tient's Association. A hospital administrator told the researcher that 
the association was making some unreasonable demands but he did not spe- 
cify what these were. The staff on the unit seemed to regard the associ- 
ation as primarily a social club: the patients appeared to view it as 
primarily an opportunity for comradery and self-help) 74 Although the 
association did not at that time appear to be a lobbying force, that 
possibility always exists when people with similar problems organize. 


<3 See: A patient's bill of rights. J. Ren. Tech. 3 (4); 53, 1974. 


as Self-help groups of this type are discussed by Farquharson. See: A.H. 


groups. Unpublished doctoral thesis, University of Toronto, 1975. 
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Hints of the professionalizing patient could be discerned at the 
time of the study. One of the consequences of such a movement could 
have been predicted at that time but has only recently become evident. 
The trend to nurture more independent and knowledgeable renal patients 
led to a delegation of the doctor's responsibilities to subordinate per- 
sonnel and patients. This had the effect of downgrading the importance 
of the physician within the renal unit. To a certain extent this back- 
fired in that the American government then set very rigid controls on 
the amount of doctor-time it was willing to fund for dialysis patients. 
Renal physicians responded, in part, by forming a Renal Physicians As- 
sociation which among other things asserts that: 

.. the interim guidelines by the federal government 
has resulted in a paralysis of payments to the pro- 
viders of dialysis and transplant services. This 
has led to a corresponding hardship for patients. 
...the Renal Physicians Association agrees that phy- 
Sicians attending patients should be directly reim- 
bursed on a fee for service basis ... with quality 


of care and cost containment the responsibility of 
Local ~.peer review. 5. 


In other words, renal physicians have responded to the profession- 
alization of subordinate staff and patients by forming an organized 
specialty group within medicine - thus underscoring the professional 
status already achieved by medicine in general. 

To date there has been little sociological analysis of these profes-~ 
sional strivings. Such an analysis would be fruitful in its own right 
but it would also have implications for the questions posed in this 
particular project. If renal units are hot beds of professionalizing 


activities, this may well have a bearing on the development of patient 


—_—_— 


ne For a more complete discussion of the Renal Physicians Association 
see: Renal physicians association, in J. Ren. Tech. 3 (2): 45, 1974. 
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careers. To a very large extent staff set the climate of renal units and 
in so doing contribute to the development of expectations for patient ca- 
reers. If there is consensus about goals and timetable norms these may 
be determined, in part, by the staff. If patients themselves profession- 
alize they may, in the future, have a stronger voice in determining the 


constraints upon their own behaviour - and that of staff as well. 
C. The Psychosocial Aspects of Renal Disease 


When we assess what is currently known about a patient's response to 
renal disease we are tempted to conclude that either there is a unimodel 
response to diseased kidneys - or that everyone is so unique that it is 
impossible to say much that is analytically useful. The truth is prob- 
ably. somewhere in betweens. Still, it. is, incredibly. difficult sto assess 
a response which is compounded by physiological, psychological, and soc- 
Lala factoxs.. 

The importance of physiological factors is pointed out by Schreiner 
(1959) who explains that renal insufficiency produces chemical states 
which lead to personality changes. These changes may persist even after 
treatment, particularly dialysis, is instituted because dialysis only ap- 
proximates normal kidney function. Generally speaking, psychological as- 
sessments of renal patients do not distinguish between the effects of 
disease, treatment or prognosis. Instead they speak in very general 
terms about the patient's fears surrounding changed body image, sexual- 
ity, and death - and about the use of defense mechanisms, such as denial, 
to contain these fears (Wright et al, 1966; Sand, 1965; Kemph, 1966; 


Crammond, 1966; and Kaplan-Denour, 1968). 


The behaviour of renal patients could also be attributable to a 
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psychological response to diseased kidneys.- Or there may be a specific 
response to treatment. Perhaps dialysis patients are responding to be- 
ing dependent upon a machine, and transplant patients to being host to 
someone else's organs. | 

Presumably the psychological response to transplantation may vary 
depending upon whether the donor was a cadaver or a living relative. 
With the exception of Crammond's (1967) work few comparative studies 
have been done. If there is an identifiable psychological response to 
transplantation are cardiac and renal patients alike or different? To 
date this question has not been answered.-° 

Although further study in the psychological perspective may be use- 
ful, there is reason to suspect that a number of social or situational 
factors may also colour the patient's response. Some of the literature 
does refer to some such factors. For example, Shea (1965) and Abram 
(1968) concede that the experimental overtones in the treatment situa- 
tion may potentiate psychiatric problems. Schreiner (1965) suggests 
that the screening process may have the same effect - especially if the 
patients conclude that their continued acceptance in a treatment pro- 
gram is conditional upon “psychological fitness." 

A number of authors refer to the practical and psychological prob- 
lems facing the families. The practical problems are often economic 
since renal patients (particularly those on dialysis) may find it dif- 


ficult to hold a steady job, and the treatment (again, particularly di- 


eb In a recent work Fox and Swazey touch on both cardiac and renal trans- 
plants. They suggest that the psychology of the gift has ramifications 

to both situations. See R. Fox and J. Swazey: The Courage to Fail, 
(Chicago, Illinois: the University of Chicago Press, 1974). 
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alysis) is expensive. In addition, the patient must be carefully man- 
aged in that his diet must be modified and his fluids restricted. The 
threat of death adds to the family's problems which are often categor- 
ized as "stress" (Wright et al., 1966; Cummings, 1970; and Cain, 1973). 

Stress itself provides an additional perspective for viewing renal 
failure. For renal failure is, as Fox (1970) so cogently explains, 
shrouded in uncertainty. Uncertainty, she says, results from either 
limitations in the realm of medical knowledge, or the practitioner's 
incomplete mastery of available knowledge. Although individual practi- 
tioners treating chronic renal disease may have to deal with the second 
type of uncertainty, the first type - that of uncertain technology - is 
common to all. These "specialists in the problem of uncertainty" must 
daily balance the conflicting demands of research and patient care.7) 

Uncertainty is an intriguing human dilemma which has been noted as 
an important characteristic of other illness situations. Fox (1959), 
Davis (1963) and Roth (1963) all found that people tend to structure 
uncertainty in some way in order to make it more bearable. A common 
response used by patients is to compare themselves to others in similar 
circumstances and then to set up landmarks by which they can gauge their 
progress. Often their reference is someone who is worse off so that 
their situation, by comparison, looks more hopeful. 

This structuring process may be regarded as a defence mechanism for 
coping with stress. Uncertainty undoubtedly generates a great deal of 
stress. Indeed as our conceptualization of stress becomes clearer it 


is increasingly evident that stress results, not from problems per se, 


“i The dilemmas created by providing treatment in a research setting 
are documented in an earlier work by Fox. Renee C. Fox, Experiment 
Perilous (Glencoe, Illinois, The Free Press, 1959). 
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but from the perceived discrepancy between the confronting problem, and 
the resources available to resolve it. In other words, a problem is a 
challenge as long as we are confident of our ability to master it. Stress 
arises when, for whatever reason, mastery is in douitt Uncertain situ- 
ations, by their very nature, mean that a number of outcomes are possible, 
and the person is not sure which he should prepare to face. Equally im- 
portant is the fact that he does not know how long the uncertainty will 
persist. These kinds of situations in which uncertainty is inherent, 

and indeed may even be institutionalized, must therefore be viewed as 
stressful to most participants. 

Renal failure is certainly a stress situation. Stress results not 
only from the unknown outcome, but also from the course of the disease. 
Like other chronic illnesses such as cancer, renal failure may be char- 
acterized by slow decline. But renal failure carries the additional 
threat of sudden and unexpected complications which may be quickly fatal. 
In addition, each treatment method carries its own kind of stress. Trans- 
plantation is a life and death gamble on a cure. Dialysis imposes a more 
wearing chronic stress because it disrupts many aspects of the patient's 
normal life. To the extent that a patient chooses his own treatment 
situation he may be expressing his choice of stress situations. 

Renal failure has some unique features which may generate very par- 
ticular problems. These unique situations occur when the patient is di- 
alyzed at home - or when a family member is the donor for a transplant. 


When research such as that done by Shambaugh (1969) has focused on situ- 


ay This view of stress is developed from the model presented by Scott 
and Howard. See: Robert Scott and Alan Howard, "Models of stress" in 
Social Stress. Edited by S. Levine and Norman Scotch. (Chicago: Aldine 
Publishing Company, 1970) 259-278. 
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ations of this type, it generally looked at-the effect of the illness 
upon another crucial family member - such as the spouse or treatment 
partner. Usually the reaction of this person is described in psychiat- 
ric terms - such as the use of denial and displacement as defense mech- 
anisms. Bailey et al, (1972) are able to break away from this mold of 
feelings and defense mechanisms to describe four types of response pat- 
terns for patients and their partners in home dialysis. 

But there has been little study of the family as a unit. Kaplan 
et al, (1973) studied childhood leukemia and concluded that we should 
view the patients as a member of a family unit and that we should look 
at familial response to stress. As they state: 

It is important to emphasize family as well as individ- 
ual reactions in coping with stress since the family has 
a unique responsibility for mediating the reactions of 
its members. When individuals belong to families they 
do not resolve their own problems of stress independent- 
ly, nor/are they immune to the effects of stress that 
may be concentrated in another member of the family. 
Vincent states that the family is uniquely organized 

to carry out its stress-mediating responsibilities and 
is ina Strategic position to do so. No other social 


institution had demonstrated a comparable capacity for 
mediation that affects as many people in the community. 


(D7 560), 


There is already strong sociological evidence such as in Durkheim's 
(1951) treatise on suicide, that the individual who is well integrated 
into a social unit is much more adaptable under stressful situations. 
More recently other sociologists such as Parsons (Jaco, 1972) have 
pointed out the vulnerability of the nuclear family once illness strikes. 


This research, and the author's current study of leukemic children, in- 


<3 The most striking example of suicide among the patients on the unit 
under study involved a young man on hospital dialysis who began to de- 
teriorate when his wife left him. He neglected his dialysis routine, 
failed to show up for runs, and was eventually found dead at home. Field 


Notes, May 27, 19753. 
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dicates that the family, particularly the extended family, is of great 
import. Indeed, it would appear that rural patients frequently have an 
advantage over urbanones in that for ey patients the entire community 
frequently responds as if it were family. 

In addition to mediating stress the family unit may be important in 
other ways as well. This study, for example, indicated that career de- 
cisions can be influenced by the family situation. Often an early de- 
cision to transplant seemed to occur when many members of the family 
came forward to offer a kidney. Some patients who were attracted to 
home dialysis dismissed it as an alternative because they either did not 
have a family member to serve as a partner - or because they thought it 
was too much of a burden to impose on one person. Conversely, some pa- 
tients who were weak in their knowledge of the kidney machine were able 
to go on a home program because they had a partner who was mechanically 
inclined. 

“While on the one hand the family may protect, insulate or support 
the patient, it is also possible that illness affects the family. The 
family may, as some families in this study did, move in order to be 
closer to the hospital. The illness routine may alter the household 
routine. The roles which various family members played may change. In- 
dividual family members may react adversely to the stress, or the family 


unit may weaken and family breakdown may Pakage 


oy This theme of psychological problems in other family members, and in 
break-down of the family unit, is common in the literature dealing with 
terminally ill children. Often it is poorly substantiated. One of 

the better works is provided by Hamovitch. See: M.B. Hamovitch, The 
Parent and the Fatally 111 Child,(Los Angeles: Delmar Publishing Co., 


1964). 
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In short, a myriad of biological, psychological, and social vari- 
ables compound the patient's response to renal failure, dialysis and 
transplantation. Much work remains to be done if we are to outline the 
interplay between these somewhat diverse variables. In particular the 
influence of the family in determining the patient's response, and the 
effect of the illness upon individual family members, and the family unit 
as awhole,has been very much ignored. Certainly it would appear that 
consideration of these factors is a more promising avenue toward the un- 
derstanding of renal patients than that offered by an individualistic, 


psychological approach. 


D. Dialysis and Transplantation as Sick Roles 


Since the literature on renal failure offered limited insight as to 
how we may develop a sociological perspective on patient response to 
treatment programs we should determine if work done in other areas can 
belor value. “Ihe sick role May provide “‘Aluseful-conceptualization, © in 
order to appreciate this perspective, some historical information on the 
development of the sociological construct of the sick role is necessary. 

Although Parsons is usually credited with pioneering the concept of 
tpersick role, that’ credit realty belongs to Sigerist (Roemer, 1900)”. 
Bilersy, Oleerist™ stated tliat LOLlOWwilg tne ins UeNCcermoL Lori stranity 
the sick came to occupy a privileged position which accorded them the 
right to be exempted from work, and to be cared for by others. These 
rights however, were, conditional upon the patient's ‘sincere effort to 
Tecover’. 

Parsons (1951) cast illness in a more sociological light by point- 
ing out that it is more than a natural phenomena SA tet> risk oley. et ass 


says Parsons, a motivated state sought by people in order to abdicate 
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their normal responsibilities. Since this kind of behaviour is clearly: 
dysfunctional to society as a whole, Parsons saw the sick role as devi- 
ant. He added, however, that it was only deviant until it was legiti- 
mated by a physician. This legitimation, in turn, was conditional upon 
the patient's acceptance of his obligation to co-operate in his recovery. 
In short, Parsons conceptualized illmess as a social role with institu- 
tionalized expectations and corresponding sentiments and sanctions. 

A great deal of sociological research on the sick role has since 
demonstrated that Parsons' view was too simplistic. There is, in fact, 
a great deal of variation in behaviour associated with illness. For ex- 
ample, if two people experience the same symptoms one may seek medical 
help and the other may not. Sociologists have determined that this kind 
of variation may be attributable to culture (Saunders, 1954; and Paul, 
1955), class (Hollingshead and Redlich, 1958; Koos, 1967), ethnicity and 
social organization (Suchman, 1965) and a variety of other variables. 
Twaddle (1969). suggested that pre-illness factors might be important. 
Among the subjects he studied, those actively engaged in jobs or hobbies 
seemed reluctant to Baiaccs to symptoms. He also found that the in- 
active subjects tended to view themselves as sick, while the active ones 
did not. However, since the subjects were elderly it is difficult to 
determine if failing health leads to diminished activity - or whether 
inactivity increases one's propensity to give in to illness. 

There is now general agreement that Parsons! described only one sick: 
role - that of acute illness where symptoms are acute, painful and dis- 
abling (Goldstein and Dommermuth, 1961; Gordon, 1966; Twaddle, 1969). 
Variables such as age, sex, and socio-economic status have little effect 


on behaviour in these circumstances. Parsons' description may even hold 
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cross-culturally although the helper may not always be a physician. 

Most of the variation noted by sociologists seems to be associated 
with chronic illness, and much of the difficulty in interpreting these 
findings seem to arise because social scientists have not clearly dis- 
tinguished between acute and chronic illness roles. This may be why 
Gordon (1966) says that, in the final analysis, sick roles are very in- 
dividualistic, and Litman (1969) talks about the importance of self-con- 
cept. Both Mechanic (1966) and Blackwell (1967) add that we need to 
come to grips with social psychological variables. What we need, it 
seems, is to develop a conceptualization of chronic illness roles which 
can account for the variation which has been noted. 

Safilios-Rothschild (1970) drew upon a synthesis of previous work 
done on the sick role and postulated two responses to chronic illness 
which she calls acceptance and rejection of the sick role. Those who 
accept the sick role acquiesce to their illness or disability and enjoy 
the secondary gains, such as sympathy and attention, which accompany 
their new status. Those who reject the sick role eschew illness or 
disability, and the status associated with it, and attempt to normalize 
to a high degree. 

She believes each response is determined by the interplay of psycho- 
logical and social variables. These can be best understood by examining 
self-image, which according to Safilios-Rothschild, has both psychologi- 
cal and social components. The core features of our psychological sense 
of identity are bound up in care or key roles. For example, a woman 
whose psychological sense of identity revolves around her beautiful face 
may play the role of femme fatale in much of her social intercourse, or 


a man who particularly prizes his athletic prowess may play the role of 
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a jock. Illness or disability which threatens or shatters these key 
characteristics is particularly difficult to accept since the individ- 
ual must restructure both his self-image and key roles. This is why, 
says Safilios-Rothschild, the loss of an arm may mean different things 
to different people. A loss of this kind may be disastrous to a labour- 
er, but little more than a nuisance to a teacher. 

In other words, whether one accepts or rejects the sick role depends 
upon both pre-illness characteristics, and the nature of the illness. 
This is a valuable insight since both responses have implications to re- 
covery and rehabilitation. For, as she points out, those who accept the 
sick role a aha er to rehabilitation. On the other hand, those who 
reject the sick role co-operate very well with rehabilitation techniques 
but are disappointed if they can't be as normal as they once were. 

_ This typology could be of real value in understanding the behaviour 
of patients with renal failure. The researcher noted, for example, that 
some patients seemed to display the behaviour associated with each rade | 
Despite their contrasting responses both were star patients who, by the 
force of their colourful personalities, were able to win the respect and 
admiration of patients and staff alike. In varying degrees the other pa- 
tients tried to emulate both responses. To a certain extent these two 


responses appeared to be associated with treatment modalities. The role 


associated with acceptance appeared to be more common among patients on 


#4 Fox had made a similar observation in research on patients in an ex- 
perimental treatment unit. Although she did not conceptualize these dif- 
ferences according to the sick role typology, she presented two case hist- 
ories of patients who had made quite different responses to their illness. 
One accepted his disability with surprising equanimity; the other always 
strove to lead a normal life. Each in his own way, was a star patient. 
Other patients recognized both patterns and debated which was best. See: 
R. Fox, Experiment Perilous, (Glencoe, Illinois, The Free Press, 1959). 
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hospital dialysis, while rejection appeared to be more characteristic 
of patients on home dialysis or transplant programs. 

Where renal patients are concerned, the question is whether the 
type of response is determined by pre-illness factors, or by the type 
of treatment program - or both? There are two reasons why this question 
is difficult to answer. The first is that the Safilios-Rothschild typo- 
logy is not yet operational. Too little is known, for example, of what 
is meant by such concepts as ''sense of identity?" The second lies with 
her emphasis on the nature of the illness. Which characteristics of the 
illness are important? This study of renal patients suggests that it is 
not the nature of illness, per se, which is important, but rather the nat- 
ure of the treatment programs. 

To use diabetes as an example, the important feature of diabetes may 
lie, not in the psychological response to a dysfunctioning pancreas gland, 
but rather in the response to the daily treatment routine - urine testing, 
injections, restricted diet and regular exercise. This view seems to be 
in accord with Goffman's (1963) work which states that the important fea- 
tures of disability are its visibility, and the extent to which it intrudes 
upon the patient's relationships with others. 

Iterenal patientseare divided; by choices (theirssom the stati's)Panto 
each treatment program, then we might be able to answer these questions 
by simply comparing patients in each treatment modality. Since the lit- 
erature suggests, however, that such is not the case, then we need to 
acquire a great deal more understanding of renal patients before we can 
test the predictability of the sick role typology. The career framework 


is one way of acquiring this kind of data base. 
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E. Dialysis And Transplantation As Patient Careers 


Julius Roth (1963) describes the experiences of T.B. patients ac- 

cording to a career framework. He defines career as follows: 
When many people in an interacting group go through 
the same series or stages of events in a given di- 
rection or on the way to a definite and recognizable 
end point or series of goals, we speak of this as a 
"career timetable", ana of the consensus of expect- 
ations about when events should occur as "timetable 
norms’ (p> 115)% 

The career goals of patients are obviously different from those of 
occupational groups. In a very broad sense all patients, including 
those with tuberculosis and renal failure, share the same goal, that 
of recovery. Recovery, of course, is a more realistic goal for T.B. 
patients than it is for those with.renal failure. Survival is the more 
immediate goal of most patients and it may be that renal patients don't 
think beyond that. 

Both tubercular and renal patients must contend with a degree of 
uncertainty. For the former, however, uncertainty is largely over tim- 
ing. In fact Roth states that T.B. patients view their treatment pro- 
gram as "putting in their time" and in this respect they are similar 
to prisoners. For renal patients, however, the uncertainty pertains 
to outcome. This may mark the difference between purely chronic ill- 
ness and those which are, to varying degrees, fatal. Some phases of 
renal failure, however, may approximate the sense of "doing time" which 
characterizes T.B. treatment. For example, those patients who are on 
hospital dialysis but awaiting home dialysis or transplantation may 
view their current treatment as "marking time". 


Roth stated that T.B. patients structure their uncertainty by de- 


veloping time-table norms based on what is average or normal. Both 
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Roth and Davis (1963) noted, however, that when a patient seems to be 
exceeding the normal expectations that he, and his family, may then 
select another patient - who is doing worse - as a reference point. 
Studies of dying patients have also drawn attention to this tendency 
to compare oneself to someone who is worse off (Glaser and Strauss, 
1968). 

For the most part, medical norms dictate the tubercular patient's 
career. That is, it is the physician who determines how the patient 
will move through the career stages. By the use of various manipu- 
lative techniques T.B. patients can persuade the doctors to modify the 
time-table norms somewhat - but the patient's influence on the norms 
is limited. Furthermore, the doctors! decisions are usually based on 
medical grounds - x-rays, sputum tests, etc. Theoretically at least, 
the renal patient has greater latitude for personal choice. Where more 
than one type of treatment is offered he should be able to decide wheth- 
er he is going to be treated by long-term dialysis (either hospital or 
home based) or transplantation. Medical considerations should dictate 
the choice only when there appears to be no other alternative. But do 
they? 

Tubercular patients, as Roth outlines, don't always follow a straight 
line career course. For example, after several months of drug therapy 
a patient may be told that surgery is recommended. Or he may be shunt- 
ed back and forth in a way that is out of keeping with the usual time- 
table expectations. According to Lowenthal et al (1973) however, these 
exigencies are even more characteristic of renal patients. He states 


that renal patients follow circular trajectories, and he illustrates 


this as follows: 
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Figure 1. Trajectories of Renal Patients 
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As Lowenthal's diagram indicates, renal patients may be bounced in 
and out of hospital for any number of Gonpdtbsetons but, more important- 
ly, their career routes may change. Transplanted patients return to di- 
alysis when transplants fail - and some repeat the process two and three 
times. Hospital dialysis patients may enter a home care program. Some 
remain there indefinitely, others "graduate" to transplantation, and 
some are "demoted" to hospital-based dialysis again. In many respects, 
once a renal patient opts for treatment he is on a treatment treadmill 
and, unless he is unusually fortunate, he finds himself on a trajectory 
going around and around. Unfortunately, Lowenthal et al did not support 
their observations with data so it is not yet possible to ascertain how 


many renal patients may have this kind of experience. 
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Glaser and Strauss (1968) suggested that the trajectories of dying 


patients offer one avenue through which terminality can be further ex- 


plored. 


The career perspective scems to be a more focused way of exam- 


ining trajectories. The crux of whether or not renal patients meet the 


39. 


criteria, as posited by Roth, depends upon the extent to which they con- 


stitute "an interacting group". Patients who are on hospital based di- 


alysis, 


or those who belong to a patient's association, certainly have 


the opportunity to interact and thus reach a consensus about norms and 


goals. 


Using Roth's framework as a guide this study proposed to describe 


the careers of renal patients with a view to answering the following 


questions: 


1) 


2) 


3) 


4) 


5) 


What are the career routes of renal patient - do they as 
Lowenthal-et al (1975) suggest, shift from dialysis to trans- 
plantation and back again? 

Do renal patients follow a particular career pattern progress- 
ing step by step through the same stages - or do they follow 
individualized routes? Are there distinct differences between 
those in each treatment category? 

Who decides, and how are the decisions made, when the patient 
moves from one phase to another? 

To what extent does the patient influence decision-making and 
is his choice determined by group consensus or individual cri- 
teria? 

To what extent does the patient's illness career become the 


focal point of his life? 
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F. Summary 


In summary, with the exception of the research on the moral impli- 
cations of dialysis and transplantation, most of the studies on renal 
failure have focused on the psychological perspective and have not dif- 
ferentiated between the effects of the diagnosis, treatment, and prog- 
nosis. Much of this work has dealt with defense mechanisms and again 
this fails to touch on what is unique to renal failure. The few works 
which grasp some of the unique features of renal failure seldom deal 
with the significance of treatment programs. This project focuses on 
treatment modalities as the most significant feature of renal failure, 
and does so by viewing them as careers. One of the crucial questions 
within this perspective is the degree to which there is a consensus 


among patients as to goals and timetable norms. 
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Chapter III 
THE STUDY: DESIGN AND. DATA COLLECTION 


As was earlier indicated, this study took place at a time when the 
staff of the dialysis unit were unsure about treatment goals. Should 
they emphasize dialysis or transplantation? And if dialysis, which 
type? Should they establish a limited care centre? And if they con- 
tinued to offer a choice how should patients be selected for each pro- 
gram? These questions seemed to lead the staff, and most particularly 
thes chier renal physician, to welcome the researcher as someone who 
might be able to shed some light on this dilemma, 

The researcher was introduced to staff and patients alike as a soc- 
ial scientist who was interested in learning something about kidney di- 
sease. Although they must have had a few uncomfortable pangs at first, 
these were quickly dispelled as the staff grew accustomed to the re- 
searcher in their midst. Patients too, were probably a little dubious 
but they were already quite used to being medical curiosities. They 
had recently been approached by a nutritionist whose research required 
them to drink what they described as an unpalatable liquid. By compar- 
ison this research seemed innocuous and talking was welcomed as a way 
to pass the time. 

The initial period was devoted to participant observation. For 
four weeks the researcher observed staff and patients in the area rough- 
ly known as the renal unit. The renal unit, as such, did not exist. 
But there was a network of areas throughout the hospital which served 
renal patients. These included the hospital dialysis centre, known as 


MP-5, - where the researcher spent the bulk of her time; the home dialy- 
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Sis training centre, the out-patient department, and a medical ward 
where many renal patients were admitted for diagnosis or when compli- 
cations arose. 

Renal patients also went to other areas of the hospital - the op- 
erating and recovery rooms, intensive care, and the isolation area. 
But visits here were transitory and ere were many times when no ren- 
al patients were included in the population there. Because time was 
short the researcher restricted herself to areas more commonly util- 
ized by patients with renal failure. 

Most renal patients were admitted to 43 (the medical ward) for di- 
agnosis and stabilization of their disease. When their disease pro- 
gressed to renal failure most were admitted, on an out-patient basis, 
to MP-5 for hemodialysis. After a period of time three distinct ca- 
reers emerged - some patients remained indefinitely on hospital dialy- 
sis, some underwent training for home dialysis, and some received a 
kidney transplant. The reasons why patients chose, or were selected 
for the various routes were not clear and will be the focus of this 
report. Observations also confirmed Lowenthal's (1973) paradigm which 
indicated that patients sometimes select one course and then were re- 
routed on another. A systematic attempt would be made to find out how 
frequently this happened. 

The first four weeks of the study was designed to be exploratory. 


Participant ébsérvation”” was selected as the method of data collect- 


ae As Babchuk points out his method of data collection should more 
correctly be called "participant as observer''. See: Nicholas Babchuk, 
The role of the researcher as participant observer and participant as 
observer in the field instruction. Iuman Organization (Fall 1962), 


225-228. 


braw fenibem 6 bie Spe 20 eo 
~Ligmos now ro asi Od hott inbs ora Ban t6¢ abi | 
a ae aly. en: aie 

-qo ont - fstiqeod ot 6 2nore ‘tanto 03 amow oela Sie Fal : 
gore noisatori ort) bre sa ouianotui nano’ ccovegae (ite gmitene 
_not on Hordw zonits yhom stow onarit bas qrodkenat? otew sahil asiein 108 
anv omit seusoed .orady robtstagqoq off ath bobulont — stnatgey ts 
~litw xtnormos otom 2eoTk oF Loepod bototrsest todstae2ot ony drole 
.otuliet Lanos ‘shy atnei seq vd bash 

“th 10% (brsw rare ont}. <8 et bottimbs otew 2tnot Inq Esnsx y208 
-ory o2no2rb, tio? ort .o2se2tb sled? 0 noisesilidete bre sieouys 
s#head dieigeg-tuo me mo ibeda nee oreW J20%m orl ist Desert ot hereerg 

-89 toniterb osotrlt omits to odiat & 293A .2kenlethonted tot @- 

~yintb Ietigeod no jissinitebnt baritingah ebpabane amoz - begteme pe 
8 bavisset moe bas ,2iexlaib smo rot yoinsts Inawrobmas omoe eke 
batoalee otaw 10 ~seodo atnotiaq seit. enodser oT taeiqaestt youbit 
eins to eusot oft ad ILEw bne tsolo Jon stow 2equot evobrav edt x02 
lotsa mibsreq (2T@L) 2! [eds noyod bomritnos osle aeoijevssed) .Szpget 
“91 otow sods bog seruoo ofa sosiee sou S56 etasiteq tals wetuatbal 
word tuo bai? ot sbem od bivow tqmo7rs ec eS A Bc fo beduet 


- 


43. 


ion for this phase. The purpose of this phase was to determine the 
feasibility of pursuing the career perspective and to gather data 
which could be used to describe: 
(1) the setting of the hospital-based aspects of the patient 
careers. 
(2) the interaction between patients, staff, and staff and pa- 


tients with particular emphasis on the presence or absence 


of group consensus with respect to goals and timetable norms. 


During this phase the researcher spent time in almost all areas 
frequented by renal patients - most particularly the hospital dialysis 
centre, the home training unit, the out-patient department and the med- 
ical ward commonly used by renal patients. The bulk of this time was 
spent in the dialysis centre and observations spanned all three shifts 
and included weekends. In addition, the researcher attended nursing 
reports (at the changeover of shifts), staff conferences, meetings, 
and consultations between physicians, patients and their families. 

Three patient samples were selected for formal interviews. These 
samples included 10 of the 22 patients on hospital dialysis, 5 of the 
10 patients on home dialysis, and 8 of the 18 transplant patients. 
Subjects in the hospital dialysis sample were selected by draw. One 
was rejected because of mental retardation. Subjects from both the 
home dialysis and transplant groups were randomly selected from those 
who were attending clinics on days when the researcher was biremiatin e 
to conduct interviews. All patients consented to be interviewed and 
the interviews were conducted individually, sometimes in an office, and 
other times at the patient's bedside. The length of the interviews 


varied from 30 to 60 minutes with the average time being about 40 min- 
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utes. 

The same interview schedule was administered to all patients. (See 
Appendix I for a copy of all interview schedules). In addition to the 
usual sociological information about age, sex, marital status, religion, 
religiosity, education and occupation, patients were also asked a num- 
ber of open-ended questions pertinent to their patient careers such as: 

(1) How long had they known that they had renal disease and how 
did they find out? 

(2) What time interval elapsed between when they found out that 
they had renal disease and their first treatment for renal 
failure? 

(3) What can they recall about their early treatment (dialysis) 
experiences? 

(4) How long have they been undergoing treatment and what types 
of treatment have they experienced? 


(5) Which type of treatment do they prefer, and why? 


An attempt was also made to determine to what degree the illness 
career had impinged upon the patient's 'normal"life. For example, pa- 
tients were also asked if they had changed their oC one moved 
closer to the hospital, joined the Kidney Patients' Association, and 
whether or not they considered themselves to be sick. 

Formal interviews were also conducted with a sample of the nursing 
staff on the dialysis unit. The selection was random to the extent 
that nurses on duty were approached on days randomly selected for in- 
terviews - and all consented. Five of the nine registered nurses (R.N.'s) 


and four of the eight registered nurse's assistants (R.N.A.'s) were ap- 
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proached and consented to be interviewed. These interviews were con- 
ducted individually in a small office and each lasted approximately 30 
minutes. Basic sociological information such as age, sex, marital sta- 
tus was requested. In addition, the nurses were asked to outline their 
nursing education and experience (See Appendix II). The remaining 
questions were designed to elicit data in two areas: 

(1) the role of the nurse on the dialysis unit - how this com- 
pares to other units and which they prefer? 

(2) the nurses' views on renal careers - the goals they would 
encourage patients to pursue and the type of treatment they 
would prefer for themselves? 

Only two questions were formally put to the physicians. There were 
two reasons why more extensive formal interviews were not conducted. 
The first is that doctors are not captive in the same sense that pa- 
tients and nurses are - thus formal interviews are more difficult to 
schedule; and the second reason was that the researcher was able to ob- 
tain a great deal of information from them during the observation phase. 
Unfortunately most of the observational data centered around two of the 
four physicians but these were the two most heavily involved in patient 
care (See Appendix III). The two questions put to all physicians were: 

(1) What type of treatment would they recommend for patients? 

(2) What would they choose for themselves? 

The observational data were analyzed in such a way as 
to: 

(1) describe the hospital setting. 

(2) describe the interaction between patients, staff, and staff 


and patients with particular emphasis on interaction pertinent 


-nod orow awolyrstnt s2onT — 8 

0g yosemtxorqqs boa26t dag brs o2i210, fhmel-o mt citmubtydibat es2ub 
-gt2 Lasicem . x02 , 995) 2s isis. no hanno, dgqigatiotne obese petunia 
tiodt enti suo oF bodes ovat gona oift aire us -hosmeupen 20Y. B16 
gttintemar off .(11 xdbmeqqh 592) oompixeqea bne noktsoubs yaietun 
resare awd mi atab tinils 09 bonyieeb otew enoiszoup 
-moo eidd wo - tinw efeyteth oft no setua aris 20 ator ods (1) 

Sxotety yet dofdw bas acinu redto ot e9tag 

blasow yoita 2lpog oft - eteotss Lanes no awety ‘eoemum ont €S) 


yond Inamtsors to aqyt ods bak ovetuq ot esrottag opaiaone 
Seoviozwart x02 roteng biwow 
otew SsToHT zasiniagiy edi of sug. xf Lemeros oxaw 2notszoup ows iad 
-betaubnod Jom stew ewotvretat eer ovienorne oso jul. 2noze0% ows 
-sq todd senee omez ont ni ovitqss ton 91m exodo0h tara al teak? oi 


oF tfuotttrhsxom ats: ewotvrocak Lamto? 2udt + stn 2eeenum bas esmois 


-do ot olds enw tofoteseon odd desig 28w noepet bore oilt baa yetwbertoe 
seaiq noktavyoedo af gnitub mons mot?! moisemroint to igsh Jaotg & ais? 
ode to ows bavots bexa3no9 teh crt een aft to ey ylotanutrotau 
insbtaq nt bovlovatt. yLtveor Lge Ab ait sraw s2odt tud sud eoaioteyily tw0d 
retow etmioieyly [fs ot auq sqohtesup ows off .(1TT xibifoqqA: 992) stad 
$etitet tag 10% bnotino2s% Med tito ‘shemthovt bi keys sew (1) = 
“seevioesbat 10% seoorto coi Btuow sam (5) 
en Xen owe ht basyfiens 2720 ngeb tnnotdovioeda ett i 

ped glee an a ae 
wa 
@” 


46. 


to goals and timetable norms. 
(3) augment interview data on patient careers particularly that 


on goals and timetable norms. 


The analysis of data from patients examines what is common to all 
renal patients, the ways in which they differ - and the extent to which 
this difference is associated with the treatment situation. The analy- 
sis examines factors which lead to patient choice of career route and 
some of the possible consequences of choice. 

Interview data from the nursing staff briefly examines their per- 
ception of the role of the nurse on a dialysis unit and how they com- 
pare this to nursing in other areas. The focus of the analysis of the 
data from this group, however, is on their treatment preferences. Com- 
parisons are made between the R.N.'s and the R.N.A.'s and the responses 
of nurses as a group are compared to those made by patients and physi- 
cians. 


Findings based on this data are presented in the following chapter. 


sone Sales eilt bas = | ‘yoda doi nk tea ° | | 
~Yisns sft sian’ ues aie | ami eare ) 
bas ott to9tn9 To soto Sno of bso io peer sunrit: a 
Loblolly Yo -snaupenna sidiebod of Yo emma 

~19q stort oniinexe fisted Vinze atti SP ttt saab woivresal en 
-moa yoHt worl: on dine ebeyfeib s ne oat fd tod Ge ee 
oft to 2ieyLens od? to eu90% off tages taido at 8 pea ekdt omg 
-mo .zoonaieterq Insmtsexs Yiart no 3b iabad ances il eteb 
eouroqest ort bas 2! A.W. ont bine, ahaa prantmecnptrel 
waranty bos nes ud obs ero oF be in a wo tate 


; Sac ’ eS 


Chapter IV 
THE FINDINGS 


A. Introduction 

The patients in this unit came from throughout the ppovince’” - but 
primarily from the central and northern area. Subsequent to the estab- 
lishment of this centre another had been set up in Calgary and that one 
then drew patients from the southern part of the province. The boundary 
lines were somewhat arbitrary but generally speaking patients from south 
of Red Deer went to Calgary. These were the only treatment centres in 
the province - with the exception of another hospital in Edmonton which 
offered only peritoneal dialysis. That unit, however, accepted patients 
who were not good candidates for either hemodialysis or transplantation 
- and many of them were referrals from the study unit. Renal patients 
in Alberta had, Ahen, very little choice as to where they received their 
treatment. 

Regardless of where they lived most patients were referred to the 
renal physicians by a local physician or family doctor. However, two of 
the patients - both of whom lived in rural Alberta - took the initiative 
in coming to Edmonton to see "a specialist". Since referral is the first 
step into the renal unit, it is possible that some patients - particular- 
ly dn,rural areas z.areydenied accesseat,this,level .».Oncejthe »referral 
is made almost all patients are accepted for treatment. Although screen- 


ing is Henieds: the renal physicians readily conceded that they did not 


ce Two of the patients had originally resided outside of the province 
but had moved to Alberta when renal failure seemed a possibility. 


ae Screening may exist in a more overt form in the Calgary unit. One 
patient in the study unit had applied for treatment in Calgary and been 


refused, 
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accept patients who were too young, too old, or in poor general health. 
The acceptance criteria are guidelines only and are not rigidly en- 
forced. Generally speaking those who were under twelve were considered 


; To the best of 


too young - and those over sixty-five were too old.” 
the researcher's knowledge only two patients refused treatment. One of 
these was a teenage boy whose parents refused on his beha lfyite and the 
other a rather elderly gentleman who observed dialysis in progress and 
decided that that wasn't for him. 

Since the sample for this study was drawn from only one treatment 
centre, we cannot determine how representative it is of renal patients 
elsewhere. However, since each sub-sample was randomly selected, it 
should be representative of the treatment group from which it was drawn. 

The mean age for patients in all three sub-samples was 32.6 years - 
and, regardless of treatment groups the mean age varied little. The 


range, however, showed greater variability from one treatment group to 


the next. The greatest range in age was found among those on hospital 


8 The unit had once accepted a six-year old girl whose renal failure 
was due to a surgical mistake. According to the staff her condition 
was difficult to stabilize and she had many crises. The staff were al- 
most relieved when her parents finally refused further treatment and 
the child was allowed to die. 

At the other end of the scale was a seventy-five year old patient 
who was referred to the renal physicians for consultation. They decid- 
ed that the man's age, and his poor general health, made him a poor 
candidate for either dialysis or transplantation and they recommended 
that treatment not be considered. Field Notes, May and June, 19753. 


a This boy was the son of a nursing supervisor who worked in the hos- 
pital. Apparently, her professional experience convinced her that di- 
alysis and transplantation were not acceptable for her son. The nursing 
staff who reported this incident seemed to agree with her decision. 
Field Notes, May and June, 1973. 
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dialysis whose age ranged from twelve to sixty years. No patient on 
home dialysis was younger than twenty-one years nor older than forty- 
Six years. The youngest transplant patient was twenty-three, and the 
oldest was forty-nine years of age. 

In all there were fifteen males and eight females. The male-female 
distribution on patients on hospital dialysis was even - there were 
five males and five females in the sub-sample drawn from this group. 
Only one of the five patients in the sub-sample of patients on home di- 
alysis was a female. There were eight males and two females in the sub- 
sample of transplanted patients.”’ 

The socio-economic status of the patients seemed to vary widely. 

By occupation they were students, housewives, farmers, labourers, of- 
fice workers and even professionals. Their educational backgrounds al- 
so.varied. Three had a grade eight education or less, ten had gone be- 
yond grade eight but had not graduated from high school, two were high 
school graduates, and eight had some education beyond high school - 

but of these only two were university graduates. We will now take a 
closer look at the process - that of kidney disease - which brings 


these people together. 
B. The Onset of Renal Disease — 


Renal failure usually develops slowly over a number of years. Al- 


most all the patients reported that as children they had had some kid- 


a The predominance of males among these patients probably reflects 
the incidence of renal failure since the Canadian Dialysis Register 
notes that the majority of patients are male. See: Canadian Dialysis 
Register: a report on patients on dialysis in 1973, published by the 
Health Division Statistics Canada. 


no Snetiug of .eraogoagiate or views 
odd ‘brs: poate yaiouy Bin hie santqanitle Teoymuere 2 nx 
rogn To. Saad anna fo 
ofomet-otom oat .eolamot. sdgio bts eoinu no0ati raw ie aete of? a" 
erew o10dt + Move zRW chee hetb tesiqeod fo esnoltiag no nolaudingekb oe 
 quorg, earl mort fweth Setaatipize ons mi sofenst ovat bon 2eLne suit . ‘a 
-hb amon no wteied Be io elqume-disa eft mt efaetiag ovit os 2o oma tnd 
~dye oft ot estes ows bos eslen v7) orow sted? «=. okanie? 8» adieietk a 
| * eanehreq: Kaine lqanert Yo en 
vusbiv yrev of bemsce 2onatteg oft to) eudeste Ji mOMEDd-Ob 202 oat oin 
-to aisttvodel ,2Tomrst {zovilweestod! ,esrobuta otew yort aokiaqioe YO 
~[¢ ebnuote¥oad Isnoktsoubs thodT 2tadoteedtory eve bas wredzow 0912 ; 
-od oitog bad mot ,2zal to hobisoube sHgio obuty 8 bet conf? .belraviee 
dgid stow ows ;Toordoe iyid mov ba vabbora Jom Ssh sud tdgie oberg binoy 
~ foodse dg breyed noltsoube Sane bed tiptoe bas .2oanubsrrs, Foote re 
g otes won {Liv of ‘.ee%eufinig vtievoviny orsw ows yine seortt 40 20d PA 
bs 


: ) 
agnitd fantw - 92ne2ib ail sari - eet 3s et _ 


a 


th sant ain al oh at 
=btd omoe hee bad van? idd 28 tet Mir iaige ca i ‘- 


i. 
= a pa - cer 
7 t ; 
i. 2's. re ca sevannee te 
f Sa. nh Kael 
7 fied ss ee 


bse tte Jp 


‘i 


50. 


ney problems (urinary infections etc.) but for most of the patients 
these seemed of little consequence. For five of the twenty-three pa- 
tients, however, these symptoms may have been significant. Four came 
from families with a high incidence of renal problems and the fifth 

was of unusually short stature and had grown up knowing that "something 
was wrong", 

The way in which patients learned that they had a kidney problem 
varied considerably. One patient lost one kidney as the result of an 
accident when he was twelve years of age, and the second following an- 
other accident five years later. Eight patients found out about their 
renal problems when they received medical care for another reason - two 
were recovering from accidents; four were undergoing routine medical ex- 
aminations (for school entrance, pilot's license etc.); and two were 
pregnant. (Both of the women who were diagnosed during a pregnancy sub- 
sequently became pregnant again and the pregnancies were terminated. 
This procedure. convinced them that their problems were becoming serious). 
In all, nine patients were asymptomatic at the time of the initial diag- 
nosis. The remaining fourteen patients developed symptoms (such as fa- 
tigue, general malaise, weight gain, swollen ankles, blurred vision or 
bone problems) which took them to the doctor and thus lead to the diag- 
nosis. Of course not all patients who develop a kidney problem will 


progress to renal failure, and therefore these patients did not neces- 


sarily anticipate failure. 
C. From Diagnosis To Failure: The Waiting Period 


The period of time between diagnosis and the onset of failure, and 


hence treatment, varied widely. Three patients were treated conserva- 
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tively for less than six months before undergoing dialysis, one waited 
almost a year, and ten waited from one to three years. A further nine 
were followed from three to ten years. (The median waiting period was 
one to three years but almost as many patients waited more than three 

years). 

Waiting implies that the patients knew what was in store for them - 
that is that they were destined for dialysis or transplantation. Such 
was not necessarily the case. Here is how some patients described the 
onset of the disease and the waiting period: 


(1) "My mother had died of kidney disease. I remembered 
it as a horrible illness and a horrible death. Ten 
years ago I got sick. For seven years I was on pills 
but I just got worse and worse. I didn't know any- 
thing about the machine - I just thought there was 
no hope for me. Finally I thought I would kill my- 
self and then the doctors sent me here." (Female, 
age 48 years, hospital dialysis). 


(2) "I seemed perfectly healthy until I was eighteen. I 
applied to go into nursing school and was rejected 
because I had a kidney problem. I was told that if 
I married I shouldn't have children but other than 
that it. made little difference. Then six. years, Later 
I suddenly went into failure and they flew me here." 
(Female, age 28, currently on home dialysis - with 
2 previous transplants). 


(3) "I had a few attacks of nephritis but I didn't think 
it was serious. For four or five years it was quiet 
and then I suddenly went into failure. I was flown 
here and put on dialysis.'"' (Male, age 28, trans- 
planted). 

Generally speaking, patients who developed renal disease during the 
early days of treatment were likely to know that failure was possible, 
but not likely to know that treatment was available. Most patients in- 
itially learned about dialysis and transplantation from the renal physi- 


cians - and thus rural patients tended to learn later in the course of 


their disease than urban patients. On the other hand, as treatment be- 


bore oqo .2tevtsi anboghaban oxc%ed edanaite 
ante sodarut A .etuaeantir ob ano nor Seaaw ieas ne ea Seomte 
row boixeq yokttew meibone pA) say osm miei 
sor? cst oxom batiow etnobteq xnsm 2k seomba sud ern9y samt 09 Om 
a 

- mort ro? otote at 2nw tay wood 2snoiteq oft tons zotiqmt gnitbawt ey 
Hove .nottstawiqatiets to 2teyleth rod bonéteab oroy yout surly 2b ted 
ott boditaezeb etaclasq moe worl ei ove .oena add ylitesesoem som een 
| ‘bottoy pnidiaw pat er s2nseth ons Yo sors 


‘acta t I .sepoeth yombid te 
net itech oldiviod « bre euSAEts 
2ifiq m0 @eWw 1 etesy Rovee TO41, .. 

“vos Wort J'nbih 1 .eeTow fred, aerty cs 3 

zo% gros? ddqwods ete 1 - shifona pee 

-wn (lid biuew t tapuedy I itentt .om ret s 
att 
-(eteylenb Detsegeor “setoet a os 


.olemet) "cored sm tee. 2% 
I .nesddgis znw tf ila [aod ie} gitog bonese 
bois st. enw! bits tes oe ee oNie at ie 2D 
tt tals biot caw I Vm iia 8 
peo todso tof meabitda sv " 
<9de0! zrs9y¥ xfe moll paces ib gt ete 


‘otod om walt yous bre) sib lie’ bs at : 
dtiw ~ 2t2yleib omork a) on + 


“Anists a'nbib T sud ree O 
tolup: 2aw tt ares svit to THO? 
molt 2ew 1 somulie kel 

-entat 8S SBR « : 


4 - 
Dt be 


oft gnitub oznozib Lenot bagetaien’ oily anntog 
oldizeoq esw otulist ssdz neh ot hiiars on 


52. 


came a common part of public knowledge patients were less likely to be- 
lieve that there was no hope if failure developed. Indications are that 
patients were not given any indications of the odds for survival - un- 
less they asked - and few stated that they did so. When questions about 
prognosis were asked the physicians generally answered in couched terms 
which emphasized the positive factors such as, "Well, it is really dif- 
ficult to say but some patients have lived a long time and we feel that 


the outlook is getting progressively better." 
D. The Anticipatory Stage 


Most patients were told something about dialysis before they encount- 
ered it, but the preparation they received varied widely. Here is how 
some patients described the anticipatory stage: 


(1) “About a-month before I went "on", I was told 
about the machine. I even visited the unit and 
met some of the patients. I was pretty well pre- 
pared - sort of ready to take whatever came." 
(Male, age 28, hospital dialysis) 


(2) "1 had nad problems for.about a yedr. Then the 
kidney machine was mentioned. "Oh no," I thought 
‘ot that." I was brought to the ward to see the 
machine but the patient using it had convulsions. 
That made me nervous. The doctor also told me 
about home dialysis but my wife can't stand the 
sight of blood and my son was too busy to be my 
partner..." . (Male,.age, 60, hospital dialysis). 


(3) '"I had had problems for about a year. About a 
month before I went on the machine I was brought 
to the wit. By this time I wasn't feeling so 
hot and the patients on the machines looked so 
well, that,1 couldn't) waitito-try itll» (Maie, 
age 29, home dialysis). 


(4) "I was aware of the machine long before I went 
on dialysis but I never saw one until I needed 
it." (male, age 46, home dialysis) 


(5) "I was only sick for five weeks before my first 
dialysis so I didn't see the machine. first. I 
was quite sick during my first run but I was still 
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anxious to learn about the machine.'' (Male, 
age 23, transplant). 


(6) "I had been sick for six months and regulated 
by diet. Then I went on peritoneal dialysis. 
But I didn't respond. I was told about the 
machine then I was terrified. Then I met a 
boy who had tried it and he said it was great. 
That helped.'' (Female, age 46, transplant). 

The data suggest that when failure developed according to schedule 
there was a deliberate attempt by the renal physicians to gradually in- 
troduce the prospect of dialysis and to arrange for the patient to see 
the machine about one month before he required it. The evidence also 
suggests that this introductory program was more common among recent 
patients. Unfortunately, however, as Glaser and Strauss (1965 and 1968) 
pointed out with dying patients, medical practitioners do not always 
have an infallible sense of timing. Just as patients may die sooner 
or later than is’ medically expected, a renal patient may also develop 
failure more or less quickly than was anticipated. Ten of the twenty- 


three patients described being rushed to the hospital, often by plane, 


when failure suddenly ensued. 


E. The First Dialysis Experience 


Ten patients spent a short period of site - usually a few days, on 
peritoneal dialysis before trying hemodialysis. For the most part 
these were the patients who suddenly went into failure and required di- 
alysis very quickly. (Hemodialysis must be preceded by a relatively 
minor surgical procedure in which the cannula is inserted). None of 
the patients recalled peritoneal dialysis as a particularly dramatic 


experience but most reported that they were only slightly improved as 
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as a result. 


For almost all patients, however, Siipeae on the mach- 


ine was a major event in their illness careers. Here is how some des- 


cribed it: 


(1) 


(2) 


(3) 


(4) 


(5) 


(6) 


"My first run is hard to remember. I was pretty 
sick, vomiting and all that, but everyone was 
cheerful and that helped.'' (Male, age 28, hos- 
pitalidialysis)* 


"Rotten, rotten.8 1 felt-rotten:’ Ivhad a) head- 
ache and I was freezing. It hadn't bothered me 
to see other people's blood in the machine but 
it bothered me to see mine.'' (Female, age 12, 
hospital dialysis) 


"Well, for four hours I felt good. Then I blacked 
out. But the machine itself didn't bother me - I 

am a mechanic. And the sight of blood didn't bother 
me, either. My wife wasn't upset either. In fact, 
the staff thought she was a nurse." (Male, age 29, 
home dialysis). 


"T was extremely ill before I went on the machine - 
I was having convulsions. So I don't remember it 
too well. I remember being cold but I refused to 
complain. The machine itself didn't bother me - 
still.doesn't.") (Male,\ age: 46,,home dialysis). 


"T don't remember how I felt physically but I re- 
member thinking that it needed to be done, and 

that I would get used to it. I think it helped 
that other patients had explained it all to me - 
and better than the doctor.'' (Male, age 26, trans-. 
plant). 


"JT was quite sick at the time but I was delighted 

to see the food. They gave me onion soup - I love 
it and hadn't been able to have it for a long time." 
(Male, age 23, transplant). 


Almost all patients were quite ill when they were first using the 
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kidney machine and most reported adverse reactions to dialysis - nausea, 


—— 
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A session on the machine is referred to as a "run''. Patients were 


on a regular dialysis schedule which usually called for three runs per 


week. 


The length of the run varied but was usually between 6 and 8 


hours and most patients developed a standard running time. 
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vomiting, feeling cold, etc. This reaction was almost standard and this 
Suggests that it is largely a physiological raction and is unrelated to 
psychological factors. On the other hand, patients seemed to distin- 
guish between physiological and psychological reactions - and greater 
variability was evidenced in the latter area. Those who were comfort- 
able about machines in general, or the kidney machine in particular, 
seemed less fearful. Response to the sight of blood - particularly one's 


own - also seemed important. 
F. Adjusting to Dialysis 


Almost all patients found that, with time, they became both physio- 
logically and psychologically accustomed to dialysis and felt quite well. 
Some, however, found that they never did really adjust to it. The fol- 
lowing represents the responses of seven of the eight transplant patients: 


(1) "Physically and psychologically I just didn't 
adjust to the machine. I was depressed, irri- 
table, and difficult to live with. From the 
very beginning I wanted a transplant." (Male, 
age 25): 


(2) "'T"trred' to take"everything’an my stride. But 
I didn't feel well on dialysis. I had no en- 
ergy. I was depressed. I was down to 80 pounds. 
Now I have been reborn." (Female, age 46). 


(3) "I was dragged out all the time and not able to 
work. That's not much of a life. Besides when 
I first got sick I met a patient who had a trans- 
plant. Right away I talked to the doctors. A111 
the time I was on the machine I was just waiting." 
(Male, age 26). 


(4) "It was awkward trying to plan my life around the 
machine. Now I lead a normal life - and going 
to the bathroom is such a thrill." (Female, age 
SF \is 


(5) "The machine was just a way to keep alive. I was 
on it eight months but from the beginning I wanted 
a transplant. It's like being re-born.' (Male, age 
48)'a | 
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(6) "I like to think I was interested in a trans- 
plant all along. For over a year I just waited. 
I never considered home dialysis - I don't want 
the damn thing around." (Male, age 26). 

(7) "I wouldn't have started if I had known how bad 
the machine was - it was terrible.'"' (Male, age 
49). 

The eighth patient had been on dialysis for six years (approximately 
one year of it at home) and stated he reluctantly accepted a transplant 
because of bone disease. His seven cohorts, however, disliked dialysis. 
Three indicated that for physiological and or psychological reasons they 
did not respond well to dialysis as a therapy. Four objected primarily 
to the dialysis routine - to them being tied to a machine interfered with 
the rest..of their dives. 

None of the patients on dialysis reported the same distaste for the 
procedure. One of the patients on home dialysis did state that the hos- 
pital environment disturbed him. He put it this way: 

"IT was going "owly'' in the hospital. I found it 
(the hospital) depressing and asked to see a psy- 
chiatrist. He said it was a psychological reac- 
tion. The doctors suggested I go on a home program. 
I was glad - its good to get away from people with 
Sick mentality." (Male, age 46). 

In short, patients on home dialysis did not express distaste for 
dialysis, nor the dialysis routine, but three of the five patients in 
this group disliked undergoing dialysis in hospital because it brought 
them into contact with people who thought of themselves as sick, and in- 
terfered with their desire to be "normal". (The remaining two stated 


that they had no particular objections to hospital dialysis but they 


lived too far away from the hospital to make this a viable option). 
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G. Changing Courses 


All patients spend a period of time on MP-5 on hospital dialysis. 
Theoretically, the decision to change courses could occur at any time. 
Of the thirteen patients in the samples who opted for either home dialy- 
sis or transplantation, none made the change until they had spent at 
least six months on hospital dialysis. Seven made the decision after 
less than four years on MP-5, and the remainder after more than four 
years on hospital dialysis. Those on non dialysis spent an average 
of two years on hospital dialysis. In this instance, however, the 
waiting period may not reflect the length of time required to make the 
decision - but rather is probably related to the availability of home 
dialysisy>” Indications are that the waiting period is diminishing. 
Home dialysis is being offered to all new patients and if they express 
interest, plans are made to begin formal training almost Pier Pe 

Five of the eight transplant patients were transplanted after less 
than a year on hospital dialysis. The remaining three spent up to six 
years on MP-5. This finding suggests that early and late decisions to 


transplant may result from two very distinct decision-making processes 


and later these will be discussed in greater detail. 


oY Prior to 1973 only two patients had attempted home dialysis. One of 
these came from a rural area and the people in his community covered his 
expenses. The second was the gentleman, who happened to live in the city, 
who reported psychiatric problems related to hospital dialysis. When the 
provincial government agreed, in 1973, to fund home dialysis this centre 
began a formal training program. 


a This is what happened with a newly diagnosed patient awaiting admis- 
sion to the training programs. The nursing staff on MP-5 began her 

training and frequently praised her decision to dialyze at home. Every 
attempt was made to reinforce her decision and to treat her like a guest 
who wouldn't be on MP-S for very long. Field Notes, May and June, 1973. 
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H. The Treatment Treadmill 


How many of the patients in the sample had changed courses more than 
once? None of the ten patients on hospital dialysis had tried either 
home dialysis or transplantation. Two relatively new patients, with 
less than six months on dialysis, were awaiting a change - one to home 
dialysis, and one to a transplant. With two exceptions the patients on 
home dialysis appeared relatively stable. One of these two exceptions 
had been transplanted twice - and SHTaLS to be again. The other per- 
iodically reverted to hospital dialysis - several times - because he did 
not manage himself well at home. Of the eight transplanted patients one 
had attempted home dialysis. Another had reverted to hospital dialysis 
between his first and second transplant. And one of the patients in 
this group rejected his kidney before this research was concluded and 
consequently returned to hospital dialysis. 

_In sum, surprisingly few patients had opted for home dialysis or 
transplantation and then changed routes again. This is probably due in 
part to the fact that home dialysis was relatively new - and to the fact 
that many of the transplanted patients had died. Although there is less 
indication of the treatment treadmill effect than we might have expected, 


this does not necessarily mean that patients pursued the career of their 


choice. 
I. Treatment Preferences 


The researcher had expected that most patients pursued their treat- 
ment choice. This would seem to be substantiated by the fact that few 


had changed courses more than once. As Table I illustrates, such was 


not the case. 
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Table I - Treatment Preference* by Current Treatment Modality 


ee, oe 


Current Treatment Treatment Preference 


Modality Hospital Home Transplant- 
Dialysis Dialysis ation TOTAL 
Hospital Dialysis Patients 4 | 5 10 
Home Dialysis Patients - 1 4 5 
Transplanted Patients - ~ 8 8 


TOTAL 4 2 17 25 


*Treatment Preference is the first choice of patients in each treatment 
group. 


The patients in the hospital dialysis group demonstrated the great- 
est variability with respect to treatment choice. The four who select- 
ed hospital dialysis rejected home dialysis as impractical for them - 
Cy more correctly for their families. Mihree of these patients! were Sab— 
lings and they indicated that their mother would be constantly running 
the machine if they opted to dialyze at home. The fourth was a single 
male who did not reside with his parents. All four of these patients 
rejected transplantation as too risky. Some of their comments were: 


(1) "I've thought of a transplant but I don't 
want one. My friend Terry41 had one and 
she died, and then there is Jimmy (the pa- 
tient whose second transplant failed and who 
was mentally retarded as a result of post- 
operative complication). I've known a lot of 
(transplant) patients who died and so many 
(living) transplant patients are in hospital 
now. I'm also afraid of prednisone (a corti- 
sone derivative given to transplant patients). 
It changes your looks and I don't want to 
change my face. And it changes your personal- 
ity and makes you depressed." (Female, age 
19 years). 


Ad Names have been changed throughout to ensure the anonymity of all 
patients in the study. 
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(2) "The doctors have often suggested a trans- 
plant to me because of my bone disease. But 
I will stay where I am right now - its safer." 
(Male, age 23 years). 

(3) “Right now I don't need a transplant so I'll 
wait until the chances are better."' (Male, 
age 38 years). 

The one patient who selected home dialysis was newly diagnosed and 
awaiting training for these procedures. Her reason for selecting home 
dialysis was that she lived too far to come to the hospital. She did 
indicate, however, that she had thought about a transplant but when a 
doctor explained the risks she rejected the idea. 

Of the five patients in this group who said that transplantation 
was their choice, two had been diagnosed within the past six months. 
One of these was going to receive a kidney from a family member. The 
second, a sixty year old male, said that the doctor had told him it 
wasn't a good idea but hadn't explained why and he still wanted one. 
The remaining three were "old hands" and had been on dialysis for 
three to five and one-half years. Their comments were as follows: 

(Ly) “When Letirst goc sick I told the doctor that 
I wanted a transplant. I've met some patients 
who have had one and they are doing well. I'm 
just waiting...’.“"(Male’, age 28 years)’. 
C2) *"Tused to™be ‘afraid'of® réyeetion but Wnraéss 
' afraid now. The doctor says I have to wait at 
least another year.'' (Female, age 48 years). 
(3) “It (a transplant) was suggested to me when I 
just pot sick but 1 didn't want one. Trans= 
plants are risky - the patients have problems. 
Now you might say I'm itchy. Five years is a 
long time to be tied to a machine. I'm tired 


of dialysis. Now I am ready for a transplant." 
(Male, age 34 years). 


For four of the five patients on home dialysis, dialysis at home 


was preferable to dialysis at the hospital but they still looked for- 
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ward to a transplant. Some of their responses were: 

(1) "I prefer home to hospital (dialysis). But I 
want a transplant. I don't know if I am on 
the (waiting) list." (Male, age 23 years). 

(2) "I've had two transplants - rejected both, but 
I am going to try again." (Female, age 28 
years). 

(3) "Right now things are going well so I'm not 
as eager as I was a couple of months ago but 
I would sure take one (a transplant) if it 
came up!’ (Maley ager 29 years)’. 

(4) '"I used to be afraid of a transplant - I have 
a phobia about infection. But I've been on 
dialysis for five years now and so if a good 
match came along I'd take a transplant." 
(Male, age 46 years). 

The one exception in this group said: 

"All told I have been on dialysis for seven years 

and I never seriously thought about a transplant. 

Reyecction is a major problem.” Besides I've ‘been 

im *good Health." (Male, 29 years), 

All of the transplant patients cited a preference for transplanta- 
tion. This preference held even though they had not necessarily wanted 
one when they first got sick - and despite the fact that three of them 
were not very well. 

Looking at the total picture, roughly 50 percent of the patients 
were in the treatment modality of their choice. Of those who did‘not 
have their first choice, all were able to pursue *theixy second, cnoice,. 

The researcher had expected that the staff would all favour home di- 
alysis. This assumption was based on the observation that they were al- 
ways on the look-out for new candidates for home training, and also that 
they frequently discussed how well the graduates seemed to be. 


When the physicians were asked which modality they preferred for pa- 


tients they confirmed the researcher's expectations - with the one 
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advocating transplantation and the others supporting home dialysis. 
However, when they were asked what treatment they would choose for 
themselves all seemed surprised - as if they had never thought in 
terms of personal choice - and the three non-transplant advocates 
gave a very similar response: 

"Well, I wouldn't choose hospital dialysis - that's 

no life. I guess I would go on home dialysis. No, 

on second thought, I'd take my chances with a trans- 

plant." 

The nurses' responses were a little more mixed, Again all thought 
that home dialysis was the treatment modality which should be pushed for 
patients, but for themselves, four of the five R.N.'s and one of the four 
R.N.A.'s would opt for a trangplant. Like the doctors they said, "I guess 
I would try it and hope that it worked." The four exceptions all select- 
ed home dialysis. 
| Those members of the staff who said that they would likely chance trans- 

plantation for themselves seemed to be saying that while they thought 
home diaiyses Wee the treatment of choice, it was a demanding program and 
they might gamble on a transplant. It is not likely that the patients 
knew, or even sensed, what the staff would pick for themselves. Most 
patients felt that staff favoured home dialysis - and it was in the milieu 
that their own treatment decisions were made Later we will look at the 
process of decision-making or choice, but first let's examine some of the 
consequences of renal failure and the extent to which these might be af- 
fected by treatment modality. These will give us some understanding of 
the impact of renal disease, and the treatment programs. Some of these 


may be considerations which the patients weigh in determining their car- 


eer choices. 
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JeorSome consequences of Renal Disease and Treatment 


If patients observe what happens to other patients and use these 
observations in making decisions about themselves, some of the factors 
they may consider are: 

(1) The Decision to Marry 

Eleven of the twenty-three patients were married. Some of these pa- 
tients spoke of the importance of their spouse to their survival. One 
patient put it this way. 

"Tf it were not for my wife I just wouldn't have 
made it this far. You have to have something to 
live for." (Male, age 30, transplant) 

Another, however, spoke of the strain that the illness, and the re- 
sulting financial problems, placed upon his marriage: 

mi ve been Sick Lor three years, in the past’ two 
years | 've™been wnemployed for 138 months. We're 
always broke and it's a drag being around the 
house so much. You learn that you can see too 
much of a person. My wife would like to "get out 
from under it all'' but with two small kids, a 
Sick husband, and no money, she's stuck." (Male, 
age 26 years, transplant). 

Two patients, both transplanted, were divorced or separated. In both 
instances the marriages had broken while the patients were on hospital di- 
alysis and each attributed his marital problems to his illness. 

With one exception, the single patients were on hospital dialysis or 
had been transplanted. This suggests, and the patients and staff agreed, 
that a spouse is almost a pre-requisite to home dialysis. But it also 
suggests that if a single patient is to endure dialysis he needs the sup- 
port which the staff could provide in the hospital setting. 


Both staff and patients seemed to view dialysis as more demanding than 


transplantation upon the marriage situation, Impending marital breakdown 
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seemed to be one of the social reasons which led the doctors to push 
for transplantation. Staff also tended to view home dialysis as bene- 
ficial to the family since the patient was highly normalized and could 
spend more time at home. None of the patients in this group challenged 
this assumption. But one patient in other programs did. As he said: 

"T've been watching these patients on home dialy- 

$is and you can't tell me that it isn't hard on 

their partners.’ “It's¥an awful burden to place on 

anyone and that's why I wouldn't consider-it." 

(Male, age 37 years, hospital dialysis). 44 

Although some of these patients married when they were clearly brew- 

ing renal problems, none had married after the onset of renal failure. 
Since many of them were young this might simply be a function of age. 
However, of the thirteen patients who were between twenty-one and forty 
years of age, seven were single. None of the patients stated that ill- 
ness had any affect on a decision not to marry, but the fact that many 


of them were not married and gave no indication that they were consider- 


ing marriage, suggests that it may. 


(rrp s Residence 

Nine of the twenty-three patients reported that they had moved closer 
totne hospital after the’ onset ‘of renal*tarlure.* Six*of the ten patients 
on hospital dialysis had made such a move - and so had three of the eight 
transplant patients. But two of this latter group said that they had moved 


while they were on dialysis. None of the patients on home dialysis had 


2 As home dialysis becomes more common the incidence of marital break- 
down may confirm this patient's expectation. At the time of this study, 
however, there was a general reluctance on the part of both patients on 
home dialysis, and the staff, to concede that this modality might have 
adverse effects upon marriages. Both groups seemed constrained to prove 
that home dialysis was the treatment of choice and that it could live up 
to their expectations. 
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moved closer to the hospital - in fact one had moved from the city to a 
farm. Of those who moved three were housewives and four were dependents 
and, in all these instances, a move for the patients meant a move for the 
entire family and usually a new job for the breadwinner. Those patients 
who do not live close to the hospital and cannot, or will not, require 
their families to move find that this limits their treatment choice to 


either home dialysis or transplantation. 


(111) Occupational Choice 

Few patients reported that their illness had in any way affected their 
choice of occupation. One stated that her problems with "frequency" had 
been one of her reasons for dropping out of high school.” Those who were 
still students felt that their illness had not affected their occupational 
goals - however, it appeared that they had in effect narrowed their range 
of choices to those which were likely to be compatible with either their 
disease or their illness routine. Four reported job changes subsequent to 
their illness - and in three instances this appeared to be a consequence of 
the disease. One of these three, for example, had been in business with his 
father. As his father grew older, and he became more incapacitated by his 
illness, it became obvious that the family business had to go and the pa- 
tient sought another job. There were no reports of vocational rehabilita- 


tion following the onset of the failure. 


(iv) Employment Status 
Although employment seems straightforward, it can be difficult to de- 


fine. For our purposes students were considered to be "employed" and 
pur} ploy 


43 

The twelve-year old girl in the hospital dialysis group was having a 
difficult time keeping up with the school work. The doctors suggested that 
she attend a special school for the physically handicapped but she found 
the idea unappealing. (Field Notes, June 3, 1973) 
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housewives were classified as "unemployed". This somewhat unorthodox 
definition was applied because our prime interest was in determining the 
effect that the illness had upon the patients’ pre-illness work lives. 
For that reason students who managed to continue to go to school were con- 
sidered to be "employed''. Housewives were considered as unemployed because 
it was difficult to determine the extent to which the housewife continued 
to perform her duties as she had done prior to becoming ill. (Housewives 
were asked, however, if they had previously been Sarin employed). By 
these criteria fourteen patients were "employed" and nine were "unemployed". 
Just what this means becomes clearer if we also take a look at education. 
Education was roughly categorized into five levels and patients were 
assigned to the level which included the last grade they have attended or 


thes lighest, level they achieved...) Ine fives level seare: 


1) , Level I - those who reached grade eight or less 

2) bevel TL - those who went beyond grade eight but did not 
graduate from high school 

3) Level III - those who graduated from high school but had no 
further education or training 

4) Level IV’ ~- those who had some education beyond high school 
but were not university graduates 

See bevel .v - those who had a university degree 


Table II depicts the educational levels attained by the patients in 
the three treatment groups. 


Table II - Educational Attainment by Treatment Modality 


EDUCATIONAL LEVEL 


TREATMENT MODALITY i ;Tin| sid (teaatneny promeraise 
Hospital Dialysis Patients 2 2 10 


Home Dialysis Patients 0 Ra 0 | 5 
Tranplantation Patients 0 | 8 
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The patients on hospital dialysis are distributed at both ends of 
the education scale. The five unemployed patients in this treatment 
group are all found in levels I and II. Four of these five people stated 
that their unemployment tas aA QIirece econ sequciice Ol cic 2Mineéss.  iney 
had previously been employed in manual or: factory jobs, and reported that 
their illness, or the dialysis routine, made it difficult for them to 
continue to work. One of these is now an unemployed housewife and she 
stated that her husband does most of the household chores. Three of the 
five "employed" patients at the other end of the scale are university 
students, They, like the two who were gainfully employed, found that their 
work could be structured around their dialysis routine. However, the stud- 
ents had to schedule classes around their runs and were not always able to 
take on a full class load. One of those on salary left the family business 
for a less demanding job. 

Senior patients were quick to point out that newer techniques, which 
keep their hemoglobin at close to normal levels, make it easier to lead 
a normal work life. Before they struggled through with hemoglobins as 
low as 25% that of normal. In those days even minimal exertion required 
tremendous will power. Still, it was difficult to hold down a job while 
on hospital dialysis. 

Not surprisingly, patients on home dialysis had reached at least 
level II. With one exception, all patients in this treatment group were 
employed. Those who were employed tended to be self-employed - either 
farmers or self-employed businessmen. The one unemployed patient was a 
housewife who had not been employed prior to her illness. She did, how- 


ever, manage all of her household chores «just as she had always done. 
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Most of the transplanted patients were in educational levels II, 
tiITy- ands iV. *Only one had less than a grade eight education and none 
were university graduates. Health seemed more important than education 
for the employment prospects of the patients in this group. Of the three 
who were unemployed one was a housewife who had not worked previously, 
and the remaining two were disabled men. (One was crippled - the other 
blind and crippled). Both reported that they had been employed while 
they were on dialysis. Furthermore, two of those who were currently em- 
ployed reported that they had been unable to work while they were on 
dialysis and were now able to do son '* 

Obviously, of the three treatment modalities, hospital dialysis is 
most incompatible with work. Dialysis patients are not able to do heavy 
physical work. Furthermore, the dialysis routine cuts into work hours 
unless the patient runs at night. (And even when he does it usually 
means that he gets less sleep on those nights and is tired the next day). 
Skilled, professional or self-employed patients are best equipped to modi- 
fy their work patterns and still remained employed. *° Unskilled workers 
are at a distinct disadvantage and unless they are highly motivated to 
work they are likely to become unemployed. 

Staff were unanimously agreed that patients should work. Employed 


patients who were on hospital dialysis got the preferred dialysis schedules 


se This does not mean that transplant patients who are well enough to 
work may not have difficulty getting a job. One of the patients, a di- 
vorced mother, asked the doctor what she should tell her perspective em- 
ployer about her health and how she should explain her need to take one 
day off a month to go to clinic. Field Notes, May 28, 1973. 


One patient on hospital dialysis reported that he was fortunate in 
that both he and his son worked for the same employer and that his son 
would "cover" for him when he was not well. Field Notes, May 25, 1973. 
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- which were nights with weck-ends off. When the dialysis routine made 
it difficult for a patient to work, staff would urge him to consider 
home dialysis. When the disease itself made it difficult for the patient 
to work transplantation was often suggested. 

Some patients agreed with the staff expectations regarding work. 
One of these, a university student who was crippled with bone disease 
said: 

"IT am proud of what I have been able to accomplish. 

It has been hard: but I never ask for favours. Few 

of my professors, and none of my classmates know 

exactly what is wrong with me. I don't tell them 

because I don't want to be treated differently. When 

Iythink of what 2 have been able to don spite of it 

all fee) good. , (Make. age 25). hospi talbadialysis). 

Some patients, however, did not seem particularly keen about 
work. They did not put these views into words but their behaviour sug- 
gested that they disagreed with the work ethic. One of these, a young 
man who had been refused treatment by another unit, flitted from job to 
job and was frequently unemployed. Staff regarded him as a failure and 
sometimes discussed whether or not he was worthy of treatment. Another 
patient was not censured in the same way because, although he was on wel- 
fare and expressed no desire to work, he compensated for it by otherwise 
being a model patient. This particular patient actually seemed to enjoy 
his special patient status - and he was one of the few who could get away 
with it. 

Whether or not the patients agreed with the expectation to work, all 
knew that it existed and that if they violated this expectation, either 


because it was simply too difficult or they really didn't care, they could 


expect to be censured in some way. 
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(vi)  Soctals Life 

If it is difficult to work, what happens to other aspects of a pa- 
tient's "normal" life such as social life? Let's look first at member- 
ship in the Kidney Patients' Association. The association was primarily 
a self-help group which promoted fellowship among patients and provided 
practical assistance. The assistance was usually in the form of comfort 
supplies (such as hot water bottles) for MP-5, though occasionally out- 
ings were planned - especially for patients on hospital dialysis. Since 
some patients expressed an interest in the association but said they 
rarely attended meetings, membership status was divided into three cate- 
gories: (a) active member (usually attends meetings), (b) inactive 
member (rarely or never attends meetings but holds membership), and (c) 
non-member. Table III illustrates the relationship between membership 
status and treatment modality. 


Table III - Status of Membership in the Kidney Patients! 
Association by Treatment Modality 


MEMBERSHIP | STATUS 


TREATMENT MODALITY Active | Inactive Non- 


Member | Member | Member ae 
Hospital Dialysis 0 6 4 10 
Home Dialysis Patients 1 2 Z a: 


Transplant Patients 3 5 8 
oT AL iment 9 Zs 


Patients on hospital dialysis generally expressed an interest in the 
Kidney Patients' Association but stated that they were not well enough to 
attend meetings - or that their dialysis routine left them with little 


free time. Those who were inactive members tended to be employed or else 


were students. 
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Generally speaking patients on home dialysis expressed little inter- 
est in the Kidney Patients' Association. Those who held memberships had 
obtained them while they were still on hospital dialysis. The one active 
member from this treatment group stated that he felt obligated to attend 
meetings because he was well and lived within the city. 

The transplant patients, as a group, expressed the greatest support 
for the Kindey Patients' Association. Whereas the patients in the di- 
alysis groups tended to state that the association was a good thing for 
those who needed it (and few of them saw themselves as needing it) the 
transplant patients saw the organization as one intended to help ''those 
poor unfortunate people still on dialysis", and they felt some moral ob- 
ligation to support it. 

Perhaps membership and participation in the Kidney Patients' Asso- 
ciation is, as the patients seemed to indicate, dependent upon how well 
they are, how much free time they have, and how close they live to the 
Hossa. The high percentage of non-members, however, suggests another 
explanation. 

It appears that most patients felt that the association existed to 
help patients on dialysis, and although most added that this was "a good 
enane Le 1s noteat all certain that they really meant it. No patient on 
hospital dialysis conceded that he personally needed it, and most patients 
in this modality thought that the rigours of his treatment schedule should 
exclude him from active participation. Most patients on home dialysis 
seemed to believe that they were excluded from any obligation to support 
the organization. Indeed some gave the impression that the association 
was a part of an illness situation to which dese no longer belonged. Trans- 


planted patients, on the other hand, seemed to feel that unless they were 
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disabled they were morally obligated to help those less fortunate then 
they. True, the patients on home dialysis could feel the same way - 

and the difference may be that the patient on home dialysis has "earned" 
his own way out of the hospital - and the transplanted patient is in- 
debted to someone else. 

If few patients regularly attend the Kidney Patients' Association, 
what happens to pre-illness activities such as church attendance? The 
patients came from a variety of religious backgrounds - eighteen were 
Protestants, one was Roman Catholic, one Greek Orthodox, and three stated 
that they had no religion. Only three patients reported a change in 
church attendance following their illness. All of these patients were 
on hospital dialysis and all stated that they used to attend church more 
than once a week but that they were not able to attend as often because 
of their dialysis routine.” A further five patients: Said that they vat- 
tended church at least once a month and that no change had resulted be- 
cause of their a liness: 

It is interesting to note that all of the patients on home dialysis 
said they rarely or never attended church. © It is also worthy of note 
that, irrespective of treatment modality, not one patient expressed an 
increase in religious fervour or church attendance following renal fail- 
ure, If living with a life-threatening illness affected their philosophy 


of life this was not reflected in religious behaviour. 


& Rotter states that people vary according to whether they have a 
sense of internal or external-—control.--Externals slee- themselves as 
governed by outside forces such as luck or fate. Internals believe 
they have control over their own lives, Perhaps this latter orienta- 
tion is more common among patients on home dialysis. See: J.R. Rotter, 
Personality correlates of survival in a long-term hemodialysis program, 
Arch. Gen. Psychiat, 22: 566-574, 1970. 


SN 
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When questioned about other aspects of their pre-illness life-style 
seven of the ten patients on hospital dialysis said that they simply did 
not have the time or the energy to maintain the same kind of life-style 
that they had previously known. Those who felt there had been little 
change in their lives were among the newcomers so it is possible that they 
hadn't yet had time to assess the full impact of their illness. All of 
the patients on home dialysis said that their social life was virtually 
unchanged from what it had been prior to their illness. Four of the trans- 
planted patients reported a change in their social lives - three reported 
that their social lives were seriously restricted because they were unwell 
(all were crippled because of bone disease and one was also blind) and be- 
cause they had financial problems. The fourth said that she was now so 
busy with the Kidney Patients' Association that she had no time for any- 
thing else. 

(vi) Patients' Concept of Themselves as Sick or Not Sick 

Whether or not a patient views himself as sick is partly dependent 
upon on how well he is - but other factors, such as attitudes, seem to be 
important as well. Perhaps treatment modality also had some effect. Twad- 
dle (1969) asked the patients in his study to rate themselves as sick or 
not sick. The same question was put to the patients in this study with 


the following results: 


Table IV - Patients! Concept of Themselves as Sick or Not Sick 


by Treatment Modality 


a 


PATIENT'S CONCEPT OF SELF 
in Sack ay Not Pe SLck Total 


Q* 


TREATMENT MODALITY 
Hospital Dialysis Patients 


Home Dialysis Patients C3 


Transplant Patients 5 a 5 6* 


_S—  . 


16 20 


Pee ren Les 


*One of the paticnts on hospital dialysis, and two of the transplanted 
patients were undecided. 
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Although the majority of all patients saw themselves as not sick, 
patients on hospital dialysis were more likely to see themselves as 
sick. Patients on home dialysis clearly saw themselves as not sick. Six 
of the eight transplanted patients saw themselves as not sick. Of the pa- 
tients who were undecided one, who was on hosiptal dialysis, remarked that 
her freedom was restricted. The two transplant patients, who were both 
disabled from bone disease, described themselves as "handicapped". 

If we look for some common characteristics among the four patients 
who thought of themselves as sick, we find that three came from families 
with a genetic history of renal disease - and each of them had seen other 
family members die. The fourth was of short stature and had grown unknow- 
ing that he was "different'', All had been under treatment for renal fail- 
ure for at least three years, Ali had moved since the onset’ of their 
illness. Two were clearly disabled and a third reported that she was un- 
able to do most of her housework. The fourth was relatively well. Two 
were unemployed, and two were university students who managed to continue 
their studies but reported that it was a struggle to do so. All four of 
these patients said that they were too tired or too ill to attend meetings 
and none were active members in the Kidney Patients' Association. In 
addition all reported drastic change in their social lives as well. 

Thus, although being unwell or feeling sick obviously contributes to 
an image of oneself as sick, it appears that other factors are also import- 
ant = particularly in chronic iliness. It 1S possible that some factors, 
such as growing up in an illness situation, may pre-dispose a patient to 
acquiesce to his illness. It 1s also possible that these tendencies are 
reinforced by treatment programs, such as fospical dialysis which seem to 


emphasize illness. 
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K. Career Decisions 

Patient careers are characterized by decisions. Sometimes the issues 
are monumental; sometimes they care rather minor. An example of the lat- 
ter type occurred when one of the physicians suggested to Betty, a thirty- 
four year-old farmer's wife, ae she undergo a series of daily physio- 
therapy sessions for bone pain. Betty responded by saying: 

"I can't come right now because we are busy on the farm. 

I'm needed at home and we can't spare anyone to drive 

me back and forth. But as soon as the harvest work is 

done. Lill come.."! 

In another somewhat similar instance, a physician suggested to a 
young male patient that he eat cookies with a dietary supplement intend- 
ed to relieve the itching which dialysis caused. Since these cookies are 
not commercially available they have to be made at home. In this instance, 
the young man's wife, who was also present, said: 

VDoctoy1:k've told him thaty Lust, dont have, time to 

make those cookies for him but I'll gladly teach him 

how to do it." 

In both vot these examples thes patient, On bis spouse, was clear= 
ly indicating that there were times when illness needs had to come second 
to other family responsibilities. This response contrasted very sharply 
with those of other patient's or families where the illness always seemed 
paramount. Terry's family, for example, had apparently abandoned all sem- 
blance of normal family life in order to care for Terry. Whatever time or 


energy his parents, particularly his mother, had to spare was devoted to 


the Kidney Patients' Association. 


oe Betty was one of the patients on home dialysis who was not included 
in the sub-sample. Field Notes, May 21, 1973. 


ce Field Notes, June 1, 1973. 
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Decisions of this type tienes that patients and families exhi- 
bited varying degrees of compliance with medical orders and illnes rout- 
ines. They also suggest that low-level decisions were characterized by 
a high degre of individuality. 

Were high level decisions, such as the choice of treatment modality, 
also characterized by the same degree of cndty duality? This question 
is difficult to answer since few patients could emphatically say how and 
when their choice was made. If we look, however, at the answer the pa- 
tients gave when they eee eed who took the initiative in suggesting 
that they learn to run the kidney machine, we find that six of the eight 
transplant patients could not recall that anyone had done so, This may 
be because they were on hospital dialysis prior to the big push for home 
dialysis, or because they resisted all overtures of this nature. 

Of the remaining patients, however, six (three on hospital dialysis 
and three on home dialysis) indicated that the initiative had come from 
the doctor. Four (one on hospital dialysis, two on home dialysis, and 
one transplant patient) said that they were first encouraged by a nurse. 
There is probably a historical trend here - doctors began this move and 
it was later picked up by the nurses. Another five patients (three on 
hospital dialysis and one in each of the other modalities) said that they 
had themselves indicated an interest in learning all about the kidney 
machine. | 

The importance of this data is that it indicates that in ten instances 
the initiative for a career decision came from the staff. In another five 
eases the initiative came from the patient himself, In no instance were 
the patient's family nor the other patients credited with suggesting that 


the patient learn to master his machine, 
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This pattern appears to be indicative of the decision-making process 
whereby treatment modalities were selected. In most instances the staff, 
primarily the doctors, initiated the push for a certain decision. The 
direction of that push depended upon current medical thinking - and that, 
of course, varied. The initiative for the decision seldom came from the 
patient but the final choice was usually the outcome of some sort of inter- 
action between him and the staff. Moreover, staff decisions were usually 
determined by the physician, There were no observations of instances in 
which the nursing staff urged the patient to resist a medical decision. 

The family appeared to play a relatively minor role in the decision-making 
process. 

There were some exceptions, however, with regard to the role of the 
family. For example, when the patient was a minor, the process which would 
otherwise take place with the patient more commonly was between doctor and 
parents. A young girl on hospital dialysis represented another kind of ex- 
ception where the family was determined that a transplant should be done 
and offered several possible donors. Apart from that, the family usually 
supported whatever decision the doctor and the patient had reached. 

The important, and somewhat surprising, feature of this data is that 
the views of the other patients seemed of little import. Although patients 
did speak with each other about. renal disease or treatment, these chats were 
on a one-to-one basis and not group discussions. Furthermore, not one in- 
stance was observed in which one patient tried to persuade another about car- 
eer choice. In addition, the anstance cited earlier in which one patient on 
hospital dialysis indicated that he had been observing the patients on home 
dialysis, was rare. Patients seldom indicated that they had been keeping 


score. And, when they did, they seemed to be very selective. For example, 
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a patient who wanted a transplant might cite all those patients he knew 
who had done well, and a patient who opposed transplantation might list 
all of those he knew who had died. No patient ever indicated that he 
objectively kept score. 

This sort of one-sided score-keeping was not restricted to the pa- 
tients. The staff seemed to indulge in the same sort of exercise. Apart 
from the nurses' log, which was a sort of scrap-book of ward events, the 
staff claimed that they did not keep survival statistics. The doctors in- 
dicated that they had some working knowledge of how the unit was faring, 
and that they could at any time extract statistics from their records, but 
denied that they kept any accessible record on survival rates. 

Thus, although it is possible that both patients and staff evaluated ; 
some of the consequences of career decisions, there is no indication that 
they, did*so "in a Scientific manner, While there did appear to bevacon- 
sensus among staff that favoured home dialysis, there is no evidence of 
a similar consensus among the patients. 

The implications of these findings about career decisions will be 


elaborated upon in the following chapter. 
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Chapter V 


DISCUSSION 


The previous chapter presented a number of findings but made little 
attempt to explain them. This chapter will discuss the findings and the 
relevance of the career perspective to renal failure in general and to 


each treatment modality in particular. 


e 


As Relevance of a Career Perspective to Renal Disease in General 


The career perspective has been a useful analytic tool in the study 
of the diseasé experience of tuberculosis (T.B.) patients (Roth, 1963). 

In this section the applicability of this perspective for renal patients 
in general will be considered. 

There are two distinct differences between the careers of renal and 
say patients. jihe first 1s, that the careers of TBs patients as they were 
outlined by Roth (1963) were primarily institutional careers. The patients 
dropped out of the normal world, and were immersed in an illness situation, 
until they re-entered the normal world again. Renal patients do not ''drop 
out'' in quite the same way. For this reason the analogies between prison- 
ers and T.B. patients would not be as appropriate with renal patients. 

The careers of renal patients lie somewhere between the well and the sick 
world - in much the same way that the prisoner on day parole moves back and 
forth between the outside and the prison environment. The extent to which 
the renal patient identifies with the "outside" or the "illness world" is 
determined in part, by his treatment modality. 

The choice of treatment modality represents the second major distinc- 


tion between T.B. and renal patients, Tubercular patients have individualized 
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trajectories but for all practical purposes they have only one treatment 
program. Renal patients also have individualized trajectories but, in 
addition, they have three treatment choices which may represent three 
distinct careers. In addition to these two major distinctions, there are 
a number of other similarities and differences between the careers of ren- 
al and tubercular patients. 

Most T.B. patients expected to fully recover from their illness. As, 
a group renal patients cannot realistically expect to omen At the 
most, they can expect to enjoy recovery for a limited period of time. Roth 
suggests that the treatment goal, and expectations as to when it may be 
achieved, affects the patient's concept of time. The T.B. patient is clear 
about his treatment goal but is uncertain as to when it can be expected. 
Like the prisoner with an indefinite sentence he comes to view treatment in 
terms, of “putting. in-his time." If he is,being realistic the. renal patient 
is uncertain as to how long he can survive and it is possible that he views 
treatment in terms of how he can make the best use of the time available to 
hin, 

Roth reports that when the T.B. patient first learns of his illness 
the staff are vague in imparting expectations about the duration of treatment. 
When limits are given they generally exceed what the staff expect so that 
the patient will not likely be disappointed at the outcome. Both the ob- 
servational data and the responses of renal patients inthis study suggest 
that they too are given very vague expectations about treatment and prog- 
nosis. Although most renal patients seemed to have some general idea of 
the seriousness of their disease, neither staff nor patients gave any in- 
dication that the prognosis was openly discussed. Such discussions were 


never observed. If and when they take place it is probably in a private 
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discussion betwen the patient and his physician, 

When the tubercular patient is diagnosed he learns that there are 
degrees of tubercular involvement and that the length of time he will 
serve in hospital depends upon the seriousness of his disease. No such 
parallel exists for the renal patient - at diagnosis he has nothing upon 
which to gauge his particular prospects. However, just as the T.B. pa- 
tient learns that he can improve his prospects by co-operating with his 
treatment regime, so the renal patient learns that he may feel better, and 
survive longer, if he co-operates with the dialysis routine. In both in- 
stances, however, there are elements of response to treatment which are 
beyond the patient's control. 

Once treatment is initiated the T.B. patient has difficulty deter- 
mining if his progress is on target with his expectations. His progress 
must be measured by tests and he is dependent upon the doctors to reveal 
this information to him. The renal patient can more accurately evaluate 
how he is doing by simply assessing how he feels. When he does want in- 
formation from the doctor, however, he does not experience the same dif- 
ficulty as the T.B. patient who has a hard time trying to extract informa- 
tion from the staff. In fact, the renal patient is very readily given 
test results and is usually encouraged to take an interest in the medical 
aspects of his care, For example, his vital signs are taken regularly 
throughout dialysis and he is usually told what they are, He is also usual- 
ly told about the results of blood tests. 

Two very different assumptions seem to be operating here. It seems 
that it is assumed that T.B. patients might be discouraged or overwhelmed 
if they were kept informed, whereas informed renal patients are assumed to 


be more confident and hence more co-operative. The assumptions are not 
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without a practical basis, The results of the T.B. patient's tests may 
indicate little change, whereas the renal patient can expect more drama- 
tic fluctuations. Furthermore, the co-operative T.B. patient has a pass- 
ive role - he simply sits and waits; the co-operative renal patient, on 
the other hand, plays a much more active role by doing the "right" things 
and avoiding the "wrong" ones, 

Test results determined the rate at which the physicians promoted 
and demoted the T.B. patients through the stages toward recovery. Renal 
patients could make two moves which can be viewed as promotion and demo- 
tion, Selection for home dialysis was, in a sense, a promotion since it 
indicated that the doctors thought that the patient was doing well - and 
could be expected to continue to do well in the foreseeable future, On 
the other hand, if the initiative for a transplant came from the physician 
it could be an indication that they felt the patient was not doing well on 
dialysis and thus represent a denotions 

T.B. patients used a variety of manipulative and persuasive techniques 
to pressure the doctors into altering the usual pattern of progress through 
the stages. The sphere of the patient's influence, however, was rather 
limited and was usually confined to increasing his. activities at a faster 
rate than the physicians would normally allow. The routine which usually 
governed when decisions of this sort were made was based on what was con- 


venient for the staff and the institution and thus the doctor could alter 


49 
The two transplants done during the course of the study were likely in 


this category. Both patients were new to the treatment program. One was 
scheduled to go on peritoneal dialysis at home but she was failing her train- 
ing program. ‘The other was an Indian woman whose husband refused to relocate 
the family near the hospital. ome dialysis was out of the question since 
she lived in a cabin in Northern Alberta. In both instances the transplants 
seemed to be intitiated by the physicians because they saw no alternative. 
Field Notes, May and June, 1973, 
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83. 
it without jeopardizing the patient's health.°” The doctor did, however, 
run the risk of making life more difficult for himself and his colleagues 
if all patients demanded individualized programs. 

Renal patients had less reason to negotiate with the staff for fa- 
vours. The major exception could be to pressure for a transplant. In 
earlier days, when transplants were more common, it is possible that pa- 
tients who didn't want one had to resist the pressure to consent. At the 
time of the study, when transplants were not strongly advocated, it is 
possible that the patient might push to get one. The doctors could be 
quick to agree if a family donor was available. Those who wanted a cada- 
ver pean eniant however, went on a waiting list. Or at least some patients 
seemed to think that they were om a waiting list. 

It is doubtful that such a waiting list really existed. The staff 
never gave the researcher any indication that it did. When kidneys be- 
feane available the recipients were selected on the basis of need and the 
acceptability of the match. However, patients believed that such a list 
existed and that they would be moved up if they had the misfortune to deter- 
1orate, or the good luck to strike a’perfect match, 

From the patient's point of view, the waiting list constituted a trust 
between them and the medical staff. They trusted the doctors to follow 
the list, or to make exceptions for patients who were doing poorly or for 
those who happened to be particularly good matches for the available kid- 
neys. Thus a patient could not broach the subject without violating this 
trust agreement. Since the patient had no alternative sources of medical 


care, he was understandably reluctant to challenge this trust. 
eateB Be nae Naat iehs l rctecdeanen aaa. 


50 Roth cites one instance in which a member of the staff developed tuber- 
culosis. She was rushed through the stages more quickly than any other pa- 
tient. See: J. Roth, Timetables: structuring the passage of time in hospital 
treatment and other careers. (New York: The Bobbs-Merrill Company, Inc., 


1963) p. 32-35. 


88 | i a 
viovewot) ,btb totosoh off Pons a‘ norape . 
zaugcai loo aid bas Loemid Wah Myalt? ib com 9 | 
emia gOxT, bos tlouly 
co} 46? Veeve odd dtiw ognezogem 82 mansieaatet.calion ude in 
ail .thsigensrt 8 rot otvegesg 03 od bito>: serkrqsnxe sojem ov .emor 1 
-sq ta13 efdiezog 2k Ji ynOmmoo rom otow eineiqennts asda yayeb todttse : 
sit tA. _.dneenda, ot. omeesty gat J2besTt OT boil fap. teow gta aty asnett 
ak ti -bstaoovbs ylgnorte ton avew ehialqenstt nome .Gbuse ot to omit” 
ad bie evopaob afl .ono tog oF idatq Idy tm Srestag. ods sadd sidie2zoq 
-sheo 5 bodes sh seo? voldsiisve 2ew ronob YLinst « 22 potge oF aodup 
einoitng snore tesol aa) a0 ».9¢ik phtdiaw @ no Snow _taveyod ine iqzaats. tev 
a2tl gnitiew s co,sten yous sug Anidt <9 nenaes 
32at2 9AT .bostetxo \iinos sail rit kay 5 tog tad Iwteduob af at ve 
-od vorbis nodW \ebib ti ted2 jaesamene yns veilotssr0% oat oveg Tove 
siz bas beet Ie ebeed oft no Betosloe! Stew einoiqtoer od? olde teva aaa 
teil s done tert boverted ednoiseq ,tovewoH vdotem oft To ¥tilidsetqesss 
-tetob ot onsdvoteim ont bed yodt Dt qe bovom od bitow yeds teat bas betaixe | 
dorsm Jootieq s odtrte oF + aul beog od 2m eptagee 
taunt 6 botutivenos setl gnitiow sad .wotv te Incog, el oetieg a ee 
wot lot od etosz0b offs boteurs “ant Vinte ae A 
109 10 (frong pat oxew ody agapinng so¥ enotaqeoxs ina Linhares) 
-bid-oldeliavs edt 10t -zotlaasim bog xiaptusieseg of 09 


2idt gottslotv twoiltiw sod ont dosord «she md 


{eo ibem to. ie sik eA en ee ore. i - vi abe 


ts 


84, 
Furthermore, if the patient initiated the move for an out-of-turn trans- 
plant it could mean that he was receiving a favour at the expense of his 
fellow patients, or that the doctors agreed that he was, in fact, worse 
off, T.B. patients did not face the same dilemma. Quite the contrary, 
if they were able to win concessions there was a real possiblity that 
other patients might also be able to get similar consideration. Thus, a. 
concession for one T.B. patient could establish a precedent which would 
benefit all. 

This trust agreement suited the renal physicians and it was in their 
best interests to maintain it. That way they could decide who was going 
to be transplanted, and when, without any fear that they would have to 
justify their reasons to the other patients. This meant that although both 
patients and nurses were surprised at the selection of two novice patients 
who were transplanted during the course of the study, not one person openly 
challenged it. 

This agreement was particularly useful to the doctors at a time when 
most of them were quietly convinced that cadaver transplantation was too 
risky except for patients who were doing poorly. If the doctors had been 
forced to openly admit to this view the patients who were waiting would 
have been discouraged, and those who were selected would have realized that 
for them transplantation was viewed as a last resort. Thus, the official 
policy of transplanting patients according to the list remained, but un- 
officially the doctors slowed down public appeals for organs so that fewer 


would be available, and fewer transplants could be onetes 


72 This change in policy was conceded by the chief renal physician who 
was asked if enough kidneys were being made available, ''That depends on 
how many you want. We used to get as many as we could, treat rejection as 
conservatively as possible, and try to keep the kidney. Now we're less 
anxious to do them - and when we do we are much quicker to pull the kidney 
in order to save the patient." Field Notes, May 30, 1973. 
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The other area of negotiation in the renal unit was among patients 
on hospital dialysis for preferred dialysis schedules. The doctors very 
wisely left these decisions up to the nurses - on the grounds that they 
could best decide how the schedules would affect their work load. The 
preferred schedule was a night run since it allowed the patients to pass 
the time by sleeping - and thus represented less interference in their 
daily lives. The second preference was for a schedule that excluded week- 
ends. Employed patients always got first preference, Beyond that there 
was an informal pecking order which gave priority to senior patients or 
those who were not well. Low-ranking patients took whatever was see 

Since decisions about dialysis schedules were generally based on 
seniority and employment status, the nurses usually had little difficulty 
justifying them’to the patients. Like the™staft in the T.B. hospital, 
however, they made other decisions which seemed like favours and, when 
these were visible, they were more difficult to justify. The informal 
credo of independence meant that patients on hospital dialysis were ex- 
pected toset up their own machines and have everything ready for the 
nurse to hook them up. They were also expected to assist her in the 
hooking up process, and when the dialysis was over they were expected to 
clean-up. These procedures added about an hour to the dialysis routine. 
Occasionally when a patient was in a hurry, or was not feeling well, the 
nurses exempted him from these responsibilities. Sometimes friction re- 


sulted - especially since the nurses clearly thought that some patients 


aa One of these, a sixty-year old man who had only been on dialysis for 
a few months, was noticeably upset and depressed when he was told that he 
would have to take a Tuesday, Thursday, Saturday schedule, He lived in a 
farming community just outside of the city. As he pointed out, it had 
been hard to give up farming but he gradually realized that he was no 
longer physically able to do much. The social life of his community was 
one of his few remaining pleasure and week-end runs would mean that he 
would miss out on many of the important events. "It all makes me wonder," 
he said, "if it is worth it."' Ficld Notes, June 12, 1973. 
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were more deserving than others of this kind of poneteraion 

For the most part the staff attempted to be impartial in dispensing 
favours. However, like the staff in the T.B. hospital, they occasionally 
used privileges as rewards and punishments. Nurses were more likely than 
doctors to use this technique - probably because they had greater oppor- 
tunity to do Onur 

There was one unusual incident during this study in which a patient 
made a request of the doctors, This incident involved a young man on 
hospital dialysis who requested that an experimental drug be obtained for 
him from the United States. In this instance the doctors agreed. They 
may have done so for any of a number of reasons. In the first place, the 
request was unusual and there was little reason to believe that they would 
establish a precedent in complying. In addition, this patient was highly 
unusual in that he was extremely knowledgeable about kidney disease and 
thus the doctors were accustomed to treating him as a colleague, But he 


also had an additional advantage in that his parents were always willing 


to intercede on his behalf. As one nurse put it: 


oe One of the patients was particularly distraught when she saw others 
getting what she thought was preferential treatment. This convinced her 
that the nurses did not like her - and that, in turn, reinforced her ten- 
dency towards demanding behaviour. It was only after she holidayed in 
Europe and was dialyzed under more impersonal conditions, that she came 
to value the treatment she got at home. Field Notes, May and June, 1973. 


Bt The propensity of nurses to reward or punish was illustrated one day 
with Ron - the patient whose transplant had failed after two months. He 

had a reputation as a difficult patient and he was understandably dis- 
traught when he was admitted for dialysis and removal of his kidney. While 
he was undergoing dialysis a nurse entered the room to ask him what he would 
like! for*supper. I) just want avchot dog,‘ he'said, “so please» stop) by: the 


snack shop and get me one."' "Ron you know you are not supposed to eat those 
kinds of things," she said, 'maybe your new kidney wouldn't have given you 
so much trouble if you had watched what you ate.'' When she left, the re- 


searcher asked Ron if transplant patients had dietary restrictions. "I 
thought not," he said bitterly, "at least everyone had always told me that 

I could eat what I wanted to. But now people are telling me I shouldn't 

do this, and 1 shouldn't do that. It makes me wonder if I'm supposed to 
feel that it's my fault that the kidney failed." Field Notes, June 15, 1973. 
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"We always let Anthony have what he wants. If we don't 
his mother goes straight to the top. She tells the Ad- 
ministration that she has already lost three children 

and the remaining three are dying. That never fails to 
get to them and they always tell us to give in. We know 
the hassles so we just avoid them by doing what he wants." 
Field Notes, June 7, 1973. 

In other words, patients who wished to negotiate with the staff might 
have been able to do so more successfully if they had learned from Anthony's 
experiences. None did so, however, and there was never any indication from 
Anthony that he was going to share his strategy.” 

Roth states that T.B. patients were an interacting group and that, 
in the course of this interaction, they developed a consensus with regard 
to goals and norms, Observational data from this study suggests that such 
is not the case with renal patients. Group discussion pertaining to the 
disease or treatment seldom cocurred. The single most dramatic exception 
occurred when a patient died. The staff reported that when a death was 
announced the patients went through a collective exercise in which they 
attempted to determine the cause of death. Generally they concluded that 
the patient died of some non-renal disease - or as a consequence of not 
taking care of himself, In other words the patients reassured themselves 


that there was no need for them to identify with the patient who had died 


since he "obviously" did not die of renal failure.”° 


22a The author did, however, note one other instance in which a family 
member interceded on the patient's behalf. This was an incident in which 
one of the physicians attempted to persuade a man to have a transplant and 
his wife foiled the attempt by raising a number of questions about the risk. 
This particular instance illustrated that fortunate patients could appear 
compliant and polite if a family member was available to argue for what they 
really wanted, The end result could be, as it was in this case, that the 
patient not only got his own way but did so without risk since the staff 
directed their hostility at his wife. Indeed in this instance the staff 
even felt sorry for the man because of his "domineering wife."' Field Notes, 


Mayael 8 pel973: 


3 A death occurred during the course of this study but the researcher 
was not present when the news was broken to the other patients. The staff 
reported that this is the sort of reaction which ensued - and that this 
was a common response. Field Notes, June 5, 1973. 
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This does not mean, however, that renal patients did not discuss the 
disease or its treatment with one another.” ” As the findings already in- 
dicated, patients frequently reported that early in their careers they had 
met a patient or patients who had exchanged information with them. This 
generally took place on a one-to-one basis and what the patients tended 
to offer was their own views or experiencés - not reflections of group 
Opinion, The effect of these discussions is difficult to evaluate. One 
patient reported that another patient had given him an explanation of 
treatment which was easier to understand than that which the doctor had 
given him. With two exceptions the patients reported a positive effect 
from meeting other patients who explained things they had yet to experi- 
ence. The exceptions were a woman who felt she had been told "all the bad 
things', and the man who saw another patient convulse. 

Roth also states that when a T.B. patient discovered that his career 
was not following the expected plan that he would select another patient, 
who was doing much worse, as a reference point. Other sociologists such 
as Davis (1963) and Glaser and Strauss (1965 and 1968) have made similar 
observations, There were some indications that renal patients did the 
same thing. However, it appeared renal patients were more likely to fol- 
low this pattern if they were comparing themselves to others in the same 
modality. On the other hand, when they thought in terms of changing noeale 
ities they were more likely to compare themselves to someone who was doing 


well, Both patients and staff seemed highly selective about the way in 


zh The staff on the medical ward indicated that they were aware that 
naive and experienced patients met on their ward and that such encounters 
could have both positive and negative consequences. They made NO attempt, 
however, to intervene in these situations, The staff of the dialysis unit 
sometimes arranged dialysis schedules in order to achieve a certain mix of 
paticnts. This was generally done, however, in a way that made management 
of the patients easier for the staff, 
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which they kept score on transplantation. It appeared that each endeav- 
oured to reinforce his own view on transplantation by recalling. only 
those experiences which supported it. 

Roth bases his case for viewing the experiences of T.B. patients as 
careers on the fact that there was group interaction which lead to a con- 
sensus regarding goals and timetable norms. The indications from this 
study, however, are that renal patients do not have the same sort of con- 
sensus with respect to goals. Career decisions, parece career Chorce, 
seem to be highly individual ets Timetable norms also appear to be indi- 
vidualistic. There is no indication, for example, that patients felt that 
after a certain length of time on hospital dialysis they were constrained 
to make a choice between treatment methods. The consensus about the pre- 
ference for home dialysis existed only among the staff, and patients seldom 
complied unless they lived outside of the city. Although there appeared to 
be both early and late decisions to transplant these too did not seem to 
be the result of consensus - but rather of two different, and highly indi- 
vidualized, decision-making processes, 

There are a number of possible reasons for this apparent lack of con- 
sensus among renal patients. The first may be that they simply did not 
have the same opportunities to interact as did the T.B. patients, It is 
certainly true that renal patients, who are largely treated on an out-patient 
basis, do not have the prolonged contact with other patients that T.B. pa- 
tients have in a tuberculosis hospital. When renal patients had contact 
with one another it was almost exclusively with patients in the same treat- 
ment modality. However, like T.B. patients renal patients could, if they 
wished, develop avenues to learn about how other’ patients were, They could, 


for example, ask the staff or make use of the hospital grapevine, In 
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90. 
addition, they had access to the Kidney Patients' Association which could 
have been used for this purpose. Since renal patients did not establish 
an information network we must consider the possibility that they did not 
want to. 

T.B. patients developed their consensus on the basis of what was ave- 
rage or normal. Once they established what the norms were, they displayed 
little anxiety as long as their progress was within the limits defined by 
those norms. If they did better they rejoiced in their good luck. In 
fact Roth cites the example of one patient whose recovery was faster than 
expected and added that this patient could have pushed for an even earlier 
discharge by giving up part of his Christmas leave. The patient did not do 
so because he was already doing better than he expected (Roth, 1963, p.0840). 
If, however, he seemed to be doing worse than the norm specified, the T.B. 
patient then experienced anxiety and either had to re-define the norms or 
view himself as the exception. Roth indicates that most went through some 
sort of structuring process whereby they re-defined the norms. Often this 
meant that rather than compare themselves to the T.B. population in general, 
they compared themselves to a group who had started out with a similar de- 
gree of seriousness or who had suffered a similar set-back. 

Renal patients, on the other hand, seemed to shy away from developing 
any consensus as to what was normal or average for patients with renal fail- 
ure. This is understandable since if they did, they had to admit that their 
chances for survival were slim. In short, renal patients did not want to be 
average - they wanted to be the exception. Thus, the less they acknowledged 
the failures, the more they could continue to believe that they were doing 
well. For their part, the staff seemed to cncourage this kind of perspec- 
tive. Not only did staff not refer to survival rates when talking to patients, 


they also seldom referred to them in talking to each other. 
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Thas,, it, 4s highly likely that the pode se which staff observed when 
patients were ag ee eee notified of the death of another patient, is 
indicative of a more generalized process whereby patients dissociated 
themselves from the experiences of their fellow patients.° 

The lack of concensus among renal patients with respect to goals and 
timetable norms mean that although the career perspective is a useful ana- 
lytical tool, it is clearly limited in that the experiences of renal pa- 
tients in general do not appear to constitute Careers od h.15, possable, 
however, that each treatment modality may constitute a career and that the 
career typology may therefore be of greater value in analyzing the modali- 


EIS. 


B. Relevance of a Career Typology to Each Renal Disease Treatment Modality 


In this section we will look at each treatment modality to determine 
if they are ieee by distinct expectations, goals, and norms. 
"G@) Hospital mente 
Before we look at ote group data for patients in this modality, a case 
history of one of the patients may enhance our appreciation of what it is 
like to be in this treatment program. 
Rebecca is forty-seven years old, married, and has no children, She 


was born in Switzerland and describes both her childhood and early adulthood 


as unhappy. Her mother died of renal disease and Rebecca recalls it as a 


38 The author has noted a similar process among leukemic children. For 
example, children rarely overtly ask if their disease is fatal. When they 
do they usually use the third person when phrasing their question, For 
example, they may ask, "Do people die of this disease?" Of the few who 

ask this question, fewer still go on to ask "Will I die?" Evidence to date 
suggests that, despite the cues around them, most children do not gencral- 
ize from the experience of others to themselves, When this transfer does 
occur, it happens only when the child is clearly terminally ill. 
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horrible disease and a horrible death. As a child Rebecca worked on the 
family farm and later was employed in a watch factory. Much of her sal- 
ary, however, was used to support her family, 

She had resigned herself to remaining single but when Leonard returned 
from Canada to claim Rebecca's sister as his bride, and the sister rejected 
him, Rebecca impetuously consented to were him. She immediately left with 
him for a new life in Canada. 

For a brief while Rebecca thought that all her dreams had come true. 

At last she had someone to take care of her. She and her husband moved to 
northern Alberta and she worked to supplement his income and realize their 
hopes for their new life. Unfortunately, she soon developed renal disease. 
For a number of years she got steadily worse and was unable to work. The 
doctors up north offered her no hope and her depression became so profound 
that she contemplated suicide. 

When failure ensued she was sent to Edmonton, Since her English was 
poor she understood little of what was happening to her. After a long period 
of time her English improved and she gradually developed a better understand- 
ing of the treatment and the fact that her condition was serious, but not 
hopeless. 

Rebecca has been on hospital dialysis for three years. At first she did 
not want a transplant but now she is getting weary of dialysis and feels 
that she is ready to take a etc Her doctor has told her, however, that 
she has antibodies as a result of her many transfusions and that she must 
wait for at least another year. 

In the meantime, Rebecca feels that she is sick. Although she has no 
evidence of bone disease orblindness she does not have the energy to work, 


Her husband does most of the housework and they seldom go out or entertain 
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friends. Knitting is her only diversion and she sells some of her work 
to help out financially. 

She feels that her life has changed drastically because of her illness. 
She is bewildered by the recent attempts on the part of the staff to encour- 
age patients to become more independent. In her view, the staff should be 
"taking care of the patients." On a few occasions when she has asked to be 
excused from treatment responsibilities she has sensed that the nurses were 
angry with her for being "a demanding patient'', She is extremely upset by 
this response and has tried to be more cheerful and agreeable. Despite her 
eEforts she never quite succeeds and it is likely that the staff will con- 
tinue to see her as poorly rehabilitated and thus a treatment failure. 

How representative is Rebecca of the patients on hospital dialysis? 

Of the ten patients currently on hospital dialysis, six seem to have select- 
éd it as a career. An analysis of this group reveals that they ranged in 
age from nineteen to forty-eight years. Three were male and three were 
female. Four came from families with a genetic history of renal failure and 
five reported a slow onset Of their disease. Five also amdicated that they 
had moved closer to the hospital following the onset of their disease. 

Five of these patients were single. | Five jalso reported that they at- 
tended church at least once a month. Two had achieved less than high school 
graduation, and four had education beyond high school. Of the latter, two 
had university degrees. Four of the patients were "employed", but three of 
these were university students, so only one was gainfully employed. 

All were inactive members of the Kidney Patients! Association, and all 
reported a high degree of change in their social lives subsequent to their 
illness. Three saw Pecsreseut et as "sick", two said they were "not sick", 


and the one who was undecided saw herself as "restricted". Three of these 
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patients reported that hospital dialysis was their treatment choice, and 
three preferred transplantation. 

The distinguishing features of this group are the high incidence of 
genetic etiology, the slow onset, their religiosity and marital status. 

The fact that many are single means that they are not really eligible for 
home dialysis. Three would also appear ineligible because of their limited 
education. The three university students reject home dialysis as incon- 
venient. The further fact that only one was gainfully employed supports 
the view that this modality is incompatible with work. 

They also have a marked tendency to view themselves as sick or dis- 
abled. But, rere this, latter, characteristic is concerned, it is not clear 
whether this reflects a predisposition to choose hospital dialysis - or is 
a consequence of the treatment program, The patients in this group do ap- 
pear, however, to have a set of expectations which may lead them to choose, 
or permit them to more readily adapt to, a chronic illness routine. They 
appear very willing, for example, to re-structure their lives around their 
illness. The fact that they were inactive members of the Kidney Patients’ 
Association, and reported a dramatic decline in their pre-illness social 
lives, further suggests that their illness had become the focal point of 
their lives. If religiosity is associated with an external locus of control 
it may be yet another indication that these patients are inclined to sur- 
render the responsibility for their care to others. 

Although they appear split on treatment preference, all of these patients 
- probably wanted a transplant. Some were simply more willing than others to 
wait until the odds for a successful transplant were better. The most re- 
sistant patients were those who were highly educated - but time seemed to 


have a wearing down effect and senior patients reported that they were less 
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reluctant to have a transplant than they had once been. 

Both staff and patients semed to agree that hospital dialysis was 
an illness modality and that patients in this group were sick. However, 
the staff, and some patients, seemed to feel that it was inappropriate 
to remain here for long. To do so was to remain sick and certainly no 
patient should want to remain sick. Patients are supposed to want to 
recover and the nurses, in particular, expressed disappointment over car- 
ing for patients who did not get better. Thus the staff encouraged pa- 
tients to either move out of this modality - or adopt the attitudes and 
behaviour of other modalities - particularly home dialysis. Patients on 
hospital dialysis who insisted on being treated like patients were subject- 
ed to various sanctions. The most usual response was for staff, particular- 
ly nurses, to stifle their sympathetic tendencies because they thought that 
their traditional caring techniques were not in the patient's best interest. 
The patient's "best interests" lay in rehabilitation and thus in home di- 
alysis. 

(ii) Home Dialysis 

The following summary of the case history of Keith will serve to high- 
light the experiences of patients on home dialysis. 

Keith was a twenty-nine year old farmer who had been well until about 
seven years before when he suddenly began gaining weight because of fluid 
retention. He went to sce his family doctor who immediately admitted him 
to the local hospital. For three weeks he was treated with drugs and a 
salt-restricted dict. He was then transferred to Edmonton and placed on 
dialysis. 

He remained on hospital dialysis, usually on a night schedule, for 


six years until he was offered the opportunity of going on home dialysis. 
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He immediately accepted. Because he was unmarried two of. his brothers 
offered to be his partners. One brother is now getting married and thus 
Keith anticipates some problem in maintaining a partner but he feels that 
there will always be someone who is willing to help. 

Keith prefers to dialyze at home. He feels that his background as 
a farmer has familiarized him with machines and thus the thought of run- 
ning his own kidney machine doesn't bother him. He also finds it more con- 
venient to dialyze at home. The dietary restrictions do not bother him 
either. He has a scientific approach to feeding his cattle and finds it 
easy to take a scientific approach toward his own eating habits. 

He says that he has never seriously considered a transplant. As he 
explains, ''the risks are too high and besides I am in good health." 

Keith feels that his illness has not made a drastic difference in his 
life. "All I ever wanted to do was raise cattle and I'm doing ite Besides 
I never did want to set the world on fire. So I'm happy. I will say, 
though, that I-do appreciate the little things more. I think I take out 
more time to be grateful that 1 am alive,” 

Although the other patients in this modality did not seem to be as 
philosophical as Keith, they did appear to have a great deal in common. In 
fact, as a group, they displayed the least variability. 

Although they varied with respect to the length of time they had known 
about their renal problems, these patients were generally asymptomatic at 
the time of discovery and quickly went into failure. Four were male. Four 
were married, and with one exception they resided in rural areas. None had 
moved closer to the hospital. Educationally, they were less scattered Phan 
those in other groups - none had less than a grade eight education and none 


were university graduates. The only unemployed patient was an unemployed 
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housewife - and her employment status was not related to her illness, 

All stated that they did not attend church and, as a group, they ex- 
pressed little interest in the Kidney Patients' Association. All saw 
themselves as "not sick", They also reported little change in their so- 
cial life as a consequence of their illness. What is perhaps surprising 
is that only three preferred home to hospital dialysis. Two reported 
that they preferred home to hospital dialysis simply because they lived 
so far from the hospital that it was more convenient to dialyze at home, 
(Again it appears that for some patients the choice between hospital and 
home dialysis is simply one of convenience). Like the patients on hospital 
dialysis many of those (four of the five) on the home program stated that 
transplantation was their treatment choice. But many of them also felt 
that they would wait until they either needed one or the propsects for a 
successful one were better. As a group these patients seemed slightly more 
determined to wait than did those on hospital dialysis. 

The distinguishing features of this group are their short symptom per- 
iod, their sex, marital status, similarity in educational backgrounds and 
employment status, low rating on church attendance, little evidence of 
change in their lives and their distinct tendency to view themselves as 
Miot Sick, 

A short symptom period may be related to a tendency to choose a treat- 
ment modality which minimizes illness. The fact that these patients are 
also predominantly male could simply be a reflection of sex-related inci- 
dence of renal failure - but it is also possible that there is a bias towards 
selecting males for this modality, since they may be expected to be more 
mechanically inclined. Their educational background is probably also import- 


ant. The fact that the poorly educated are not included in this treatment 
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group strengthens the conviction that they are not usually selected for 
home dialysis. The fact that university graduates were not found in this 
group may be significant, but it is more likely that this is simply a 
function of the small sample and, given a larger sample, it is likely 
that university graduates would be found among patients on home dialysis. 

Education and marital status are probably reasonable selection cri- 
teria, since the training program is demanding and a partner is mandatory. 
The fact that most are employed suggests that this modality is compatible 
with employment - and even perhaps that patients choose it so that they 
can remain employed. Their low rating on religiosity is intriguing and 
if we apply Rotter's dichotomy (1966), then these people may have an in- 
ternal sense of control and may thus feel that they are "masters of their 
fate", Their propensity to be employed, the little evidence of changes in 
their lives, and their insistence that they are "not sick" is suggestive of 
a group with a strong sense of self-discipline and a determination to be 
normal, 

In short, home dialysis was viewed as rehabilitation, and the norms 
associated with it are appropriate to rehabilitation. The patients were 
expected, and generally did, see themselves as more handicapped than 
sick and they were expected to integrate their illness routines into their 
normal lives. Employment was taken as the best single indicator of rehab- 
ilitation, although the staff also considered such things as a "normal'' home 
life and the degree of responsibility which the patient assumed for his own 
care. 

(iii) Transplantation 

Eleanor, who is a forty-six year old married woman with five boys, re- 


presents one of the successful transplant patients. She first developed 


ms 


101 asp en hstieu ton 


weie ind amarl 10 5 aoa ao hime od b 


ierevinw 2 

A Sige a 
“P19 natsaeise efdcnoesst dds ots eusate “tosixon baw noitsout 

on . im a? « "aia oaey 


Yrotsbaen et 1a0Itsq 8 bas anehiomsh at eesgoug gaznties ne? conte ar 


etditaqmies 2t etitisbom ek? tends eTeog gue boyotqua: = oa saad rom 
as 


yait teas oe tf s200r9 esndiane, tet aqnittag _— ik - snares dtiw 
bre griugitgnt 24 ytieoigilor do gniten wol adod? -beyol gma se 
’ 7 bag 


-ti- tis. dvend “em slgosd ozent matts , adel) ymororath 2*rasson elqqe ow nes 
tiodt? to a19g%0i" sis yore sar Loot ands yon bas forties te eases: {antes 
ni goto Lo sonebive Sitsil of® ~heyolqme sd 03 \s benoqony riod? ."otet 


jie? 3 8 
40 evitesegue ef "dobe Jon" ove yods Jers haha eines! os ceovit eer 


od of noftenimiosob & bris iia sisal aie iy venga aor ‘he viv wors 8 


i— 


envon odt bas .notistirlidsier 28 bawo iv eau viaytetb owod sede al ai 
rurt 


_ Par 


oToW aciahias: ott sofa bt dat ot Pereivid om tt asiw 


riod? otni eonistuot pant li ciody Binge 03 betas 
~dadox te totsa tbni slante ea aa 28 

uw Lie 

swoit "iumson" ¢ 25 egeina tape Tani 


aad 
He Ns dit 


Ie 


renal symptoms when she was thirty-four years of age and pregnant with 

her fifth child. When she subsequently became pregnant again the doctors 
terminated her pregnancy. Later she was treated for high blood pressure 
and then placed on a strict diet. When that failed in 1969 she was sent 
every 10 days to the hospital in Calgary for peritoneal dialysis. That 
too wasn't very successful and she found it impossible to wait for ten 
days between treatments, Finally, the doctors suggested that she come to 
Edmonton for hemodialysis. She recalls that she was terrified but she was 
also desperate for treatment. Her memories of the machine are also un- 
pleasant - particularly during the time when she was alone in the city. 
Her family eventually moved to Edmonton but her condition continued to de- 
teriorate. 

She was transplanted in 1971. Here is her description of the events 
which led to her transplant: 

"JT was on the machine in the middle of dialysis when 
the nurse just came in and unhooked me and said, "you 
don't need this anymore because you are going for a 
transplant.'' And I said that I hadn't come prepared 
for that, and that I would have to go home and pack 
my bags, make some arrangements for my children, and 
telephone my husband who was out of town. I don't 
remember giving consent, and I certainly don't remen- 
ber signing anything although my husband may have. 

On the other hand I knew I was failing. I was down 
to about ninety pounds and I knew if I didn't get a 
kidney soon it would be all over. I just couldn't 
take dialysis much longer. In fact, I remember say- 
ing to the doctor, "You've just got to do something." 

Although she is not exactly sure how she came to have a transplant, 
Eleanor certainly has no regrets. Although she thinks home dialysis is 
great for other patients she doesn't think she could do it. When she was 
on dialysis she saw herself as sick but now she doesn't. As she put it: 

"T have been re-born. I can do practically anything - 


even ride a bike. I would go back on dialysis if I had 
to but I would prefer another transplant." 
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Eleanor has not been employed since prior to her marriage. Now she 
spends almost all of her free time working for the Kidney Patients' Asso- 
ciation, 

As a group, the transplant patients, like the hospital dialysis group, 
displayed a great deal of variation in a number of areas. Six were male 
and two were female. Five were married, two divorced, and one was single. 
The majority of these patients had known for more than ten years that they 
had a kidney problem, but apart from that there is no identifiable pattern 
among them with respect to symptom period or the nature of the onset of 
failure, Five had their tranplants after less than a year on Shee 
and three waited from one to three years. If we separate them into early 
and late transplants, no distinct characteristics immediately emerge. 

These patients are scattered throughout education levels I to IV, but 
Srx Of the ten’ had’ less than "a hivy school education. rive were employed, 
three unemployed. Five saw themselves as not sick, one said He was sick, 
and two said they were disabled. Three reported that they had moved closer 
to the hospital while they were still on dialysis - and none reported such 
a move subsequent to transplantation. They varied with respect to religios- 
ity, but only three indicated that they regularly attended church. As a 
group they expressed the greatest interest in the Kidney Patients" Associa- 
tion - but only five were members , and of these, only three were active, 
Most of them said that they enjoyed the same kind of social life which they 
had known prior to becoming ill. Those who didn’t stated that they were 
limited either because of disability or financial problems. All said that 
transplantation was the treatment of their choice. 

Perhaps the most obvious distinguishing feature about this group is 


the fact that they are not very homogencous. If we look at those areas 
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with the greatest degre of similarity, however, the fact that most are 
male may reflect a sex-linked propensity to be transplanted, or to sur- 
vive following transplantation, but it is more likely that this is simply 
related to the incidence of kidney failure. The unmarried are probably 
more likely to be in this group or the hospital dialysis group and this 
reinforces the view that a spouse is almost a pre-requisite for home di- 
alysis. Most transplant patients are not well-educated and that suggests 
that the well-educated are more reticent about transplantation. In fact, 
a large sample might show distinct differences between those who press for 
early transplantation and those who subsequently agree because of complic- 
ations - with the poorly educated being heavily represented in the first 
group. 

Employment and self-image as sick or not sick seem to be directly re- 
lated to health - with those who are well seeing themselves as "not sick". 
Again, those who are well also are more inclined to resume their pre- 
illness life-style. As a group they displayed the greatest interest in the 
Kidney Patients' Association - but again those who were active members were 
also well. (Those who were well but inactive lived outside of the city and 
reported that it was inconvenient for them to actively participate). Per- 
haps then these patients are excused from the obligation to do good deeds 
for other patients if they are unwell or live far away from the hospital. 

Transplantation is a ee Pes modality. Patients were expected to 
view themselves as having been sick - but no longer sick. The fact that 
this state of well-being was likely only temporary was largely ignored. 
Perhaps the fact that this modality was viewed as recovery explains why 
staff and patients alike seemed uncomfortable with partial recovery (where 


patients continued to have bone disease or developed it subsequent to 
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transplantation), and why patients seemed to feel that they had a debt to 
pay. This expectation regarding payment is appropriate to the traditional 
patient-healer relationship where the patient pays the healer for his ser- 
vices, It would be interesting to know if the expectation differs from 
among those who have received live transplants and those who have received 
cadaver kidneys. Perhaps the former feel indebted to the donor while the 


latter generalize to other patients or to society. 


C. Conclusions 

What do these findings mean? Because the samples are small, the answer 
is speculative. However, the data do suggest that all, or almost all, pa- 
patients really want a transplant. In others words, they want to recover. 
The odds for a successful transplant are slim, however, and hence recovery 
represents a long-term goal. (A small number of patients also viewed some 
of the consequences of immune-suppressive therapy - most notably the effects 
of cortisone - as a further drawback to transplantation). Survival is a 
more immediate goal - and many patients recognize that they are more likely 
fo survive at they. wait, until the odds for a successtul transplant are in 
their favour. 

Some patients, however, are not content to wait. From the very begin- 
ning they want a transplant. If they have a family member who can, and is 
willing to donate, they may quickly have a transplant. If they must go on 
the waiting list for a cadaver kidney, they may subtly pressure the doctor. 
Indications are that pressure tactics are rare. It is more common for the 
patient to express his desire to be transplanted and then expect to take his 
place on the waiting list. There appears to be a norm regarding waiting time 


for a cadaver kidney, and most expect to wait for one year until their turn 
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comes up, However, they also expect to be transplanted earlier if a good 
match comes up, or later if it does not. It is rare for a patient to ask 
to be moved up on the waiting list and such negotiations do not take place 
in the presence of other patients. What the patient may do, however, is 
indicate that he is not as fussy about the perfect match as he once was. 

The findings suggested that there may be a difference between early 
and late decisions to be transplanted. Late decisions were associated with 
long experiences on dialysis and almost all senior dialysis patients indic- 
ated that their resistance to transplantation was wearing thin. Poor health 
facilitated this kind of decision. 

But what distinguishes the patients who want an immediate transplant 
from those who wish to postpone it? The single most important criteria is 
probably social class. As Moore (1970) noted, people from a low socio- 
economic background are likely to select occupational goals ia ec haipraraad 
immediate gratification. When people from this background become patients, 
it seems reasonable to assume that they may choose similar goals in their 
patient careers. Although this explanation is somewhat speculative it is 
not negated by the findings in this study and is substantiated by previous 
research. Some early studies on adaptation to long-term dialysis suggested 
that indigent patients did not do as well as those from the rudd ecend up- 
per class. For example, Retan et al (1966) stated that dialysis seemed un- 
acceptable to indigent patients and that motivation, intelligence, emotional 
stability and "rehabilitation, potential" were necessary to obtain the degree 
of cooperation required for long-term success. They neatly skirted the issue 
of screening, however, by saying that it was "up to society" to determine 


who should be treated. 


Schupak et al (1967) who, like Retan and his colleagues, treated an 
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unselected group of patients came to a similar conclusion. They felt, how- 
ever, that motivation and family support were more important than intelli- 
gence per se. This early research suggests that the use of social class, 
however it was measured, as a screening criteria grew out of early experi- 
ences in which disadvantaged patients did not tolerate long-term dialysis. 
This same sort of observation led more recent practitioners to offer only 
transplantation to patients from low socio-economic groups. Rosenberg et. 
al (1974) describe one such program in which indigent blacks all receive 
cadaver transplants. According to the authors this method was selected be- 
cause experience had demonstrated that patients from this background did 
not do well on dialysis. | 

By "doing well" the authors seem to mean following medical routine, 
and becoming rehabilitated. Rehabilitation, in turn, is defined by indi- 
vidual stability, maintaining family relationships, and, above all, being 
employed. (Patients who did not ''do well" however, often died and the 
authors seemed to feel that it was primarily due to adjustment problems). 

Of course, there is a real possibility that this observation about the 
relationship between class and adjustment to dialysis is not valid, but 
Safilios Rothschild's (1970) review of rehabilitation lends support to the 
view that lower class patients find rehabilitation difficult to achieve. 
The problem, as she saw it, was that lower class patients did not share the 
same goals - particularly with respect to work and had fewer resources to 


F dont 59 
use in attaining them. 
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3 It is interesting to note that those who see underprivileged patients 
as poor candidates for dialysis, viewed renal treatment as rehabilitation 
and concluded that the problem is not that these patients are impossible to 
rehabilitate, but only that professionals haven't yet developed the skills 
to successfully rehabilitate them, In other words, they shifted the blame 
from the patients to the staff. This is a laudable sentiment which seems a 
little insincere and probably reflects the author's reluctance to make moral 
pronouncements regarding class characteristics. 
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What is it about class that is important to rehabilitation? Unfor- 
tunately, class is not a unidimensional variable and so that question is 
difficult to answer. This study suggests that education is important. 

As far as kidney patients are concerned, it may simply mean that better 
educated patients have a more sophisticated understanding of the risks in- 
volved in transplantation but it probably goes deeper than that. Values 
which emphasize health, productivity, employment, self-discipline and self- 
determination are associated with the middle and upper class - and likely 
also lead the patient both to postpone transplantation and tolerate di- 
alysis - particularly home dialysis, °° 

If staff and patients always agreed on goals and norms, and patients 
were always suited to the modality they were in, few problems would arise. 
But the selection process was not perfect. And for that reason there were 
always misfits in each modality. Convenience (which is defined by distance 
from the hospital) was the major criteria for selecting patients for home 
dialysis. Thus, some patients chose home dialysis for that reason alone, 
and some patients who appeared to be good candidates for home dialysis found 
it more convenient to dialyze at the hospital. Health problems sometimes 
intervened and necessitated a transplant - and some transplanted kidneys 


were rejected and then the recipient was sent back to dialysis. 


ge This observation is difficult to reconcile with the fact that many of 
the doctors and nurses stated that they would choose transplantation for 
themselves. However, since these were answers to theoretical situations, 
and many of the staff clearly indicated that they had not thought about 
personal choice, we should not accept them as indicators of the choice they 
would actually make, What the staff seemed to be saying when they chose 
transplantation was that they recognized dialysis as an arduous routine and 
didn't know if they could "take it." We should also not overlook the fact 
that many felt that home dialysis was the rational choice and the one that 
was in the patient's best interests. 
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Still, even if a patient was suited to his modality, some strain 
could arise, Norms are often very subtle and the difference between 
acceptable and unacceptable behaviour is nEtOn a matter of degree. Pa- 
tients could be Duern zealous in subscribing to the norms of their modal- 
ity. For example, patients could be too eager to behave as if they were 
sick, and also too willing to behave as if they were well. 

Roth's (1963) framework for patient careers does not take into con- 
sideration pre-illness factors, nor does it provide for variation in the 
degree to which norms are internalized. Individual variation is not ex- 
plained by this perspective - nor does it allow for consideration of the 
way in which an illness career impinges upon the non-illness aspects of 
the patient's jife, 

The framework could be expanded to include pre-illness factors rele- 
vant to the development of career expectations. This approach would be 
consistent with the career perspective as it is applied to occupations. 

It is also possible that this framework could include measures of the de- 
gree to which norms are internalized. But the career perspective, by its 
very nature, implies a high degree of consensus and makes little allowance 
for individual variation. 

Some variations may be explained by the fact that there may be careers 
within careers. For example, our understanding of medicine as a career is 
based upon the profession in general - but it is refined when we view each 
speciality as a separate career. So, too, our understanding of renal car- 
eers increased when each modality was viewed as a distinct career. Since 
each modality is characterized by distinct goals and norms, it seems appro- 
priate to view each as a career, That still leaves us, however, with a 


need for measures of variation within careers. 
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Despite its limitations die patient career perspective was a useful 
tool for examining the experiences of renal patients. The fact that it 
is not always appropriate should not detract from its value. A tool, 
such as this one, is also useful if it points out areas where it doesn't 
fit. This study indicates that the career typology is of value but also 


that other areas of renal failure should also be further explored. 


De Further Areas of Research 


As the literature review indicated, renal failure could be examined 
from a number of vantage points. Unfortunately, most of them lie outside 
the scope of this work. Both practically and theoretically the pursuit 
of professionalization within renal units is one of the most intriguing 
questions which was left untouched. Within that area there are two quest- 
MOiSo., lie first pertains to staft. . Ine sirivines, OF Telials pny siclals , 
nurses, and technicians, should receive continuing study. The possibili- 
ty of the professional patient is another topic that deserves to capture 
sociological attention. That subject has merit in its own right - but 
it would also increase our understanding of other facets of patient be- 
haviour. 

Patient behaviour has frequently been studied but our understanding 
of this area is still limited. We know all too little about the illness 
behaviour associated with chronic disease, and still less about that asso- 
ciated with life-threatening illnesses. At the moment, this kind of ill- 
ness situation seems to be beyond the realm of our understanding of both 
chronic disease and thanatology. That is unfortunate for a number of 
reasons - but most particularly because as medical frontiers expand we can 


expect to encounter this kind of situationmuch more frequently. 
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Certainly, research on the sick role should be revitalized. This 
area is central to medical sociology and our current impasse is highly 
regrettable. If we can clearly distinguish between acute and chronic ill- 
ness roles, we may explain some of the diverse findings and thus make fur- 
ther progress. Within the sick role typology we should take a closer 
look at acceptance and rejection of the sick role. This study suggested 
that of the patients who remained on hospital dialysis some did so because 
it was simply more convenient than home dialysis. Some, however, appeared 
to like it there - or perhaps, more correctly, appeared to welcome the se- 
condary gains which they associated with an illness modality. The patients 
who wanted to stay on hospital dialysis had two distinguishing features. 
First, they were likely to have grown up with some forewarning (either be- 
cause renal failure was common in their family or because they seemed ms 
healthy and "different"), and second, their own disease had a gradual onset. 
It is likely that illness, and an illness routine, seem less traumatic, and 
may even be welcomed by those who have gradually come to view themselves 
ascii. 

This image of oneself as chronically ill is probably very gradually 
integrated into the other more general aspects of self-concept. Thus, the 
patient who suddenly and unexpectedly finds himself chronically ill must 
quickly restructre his self-image - whereas the patient who slowly prog- 
resses to this stage probably ends that he has already come to view him- 
self as sick and has re-arranged his life accordingly. This view of the 
process of the awareness of oneself as sick is consistent with that posited 
for the awareness of dying. More recent work in that area, such as Weis- 
man's (1972) treatise on denial, suggests that denial is essentially a 


healthy mechanism which regulates the process by which reality is recognized, 
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- and ensures that a painful reality is accepted in gradual stages. 

The awareness process associated with illness, like the one asso- 
ciated with dying, is probably strongly related to well-being, and the 
simple ability to funieton within the normal roles. However, the process 
is probably further facilitated by a number of psychological and socio- 
logical variables. An external locus of control (which is probably re- 
lated to religion but more characteristic of some denominations than 
others) probably enhances the process. Value systems which esteem health, 
productivity, work, etc. are likely to mitigate against it. Generally 
speaking, the factors which nurture the tendency to see oneself as sick 
are commonly associated with low socio-economic status, and those which 
have some countervailing effect are more characteristic of the middle and 
upper class. Just as class is not a uni-dimensional variable, so it is 
also unlikely to have a uni-directional effect. Britt (1975) examined 
the age-old question as to whether lower class status led to illness, or 
whether illness was likely to produce lower class status, and concluded 
that It is probable*that’ there 15 a-reciprocat clrece™ DeUWEen~ the? UNO. 

There is, then, a real possiblity that pre-illness factors predis- 
pose a patient to accept or reject the’sick role - and’ that’ these’are 
strongly related to class. It is also possible that the nature of the 
illness or the treatment modality has a reinforcing effect. Illness mod- 
alities, such as hospital dialysis, would reinforce a predisposition to 
accept a sick role; rehabilitation and recovery modalities ould rein- 
force a predispostion to reject the sick role. 

Acceptance and rejection of the sick role are two very distinct but 
broad classifications of the sick role. They are potentially useful, but 


they need to be refined. Kassebaum and Baumann (1965) isolated four dimensions 
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of the chronic sick role-dependency, denial, reciprocity and role perform- 
ance and attempted to measure them. In a slightly different approach 
Klemmack et al (1974) undertook to migeibhitie life satisfaction, social iso- 
lation, and the willingness to live. Both studies indicate that further 
work needs to be done to isolate and measure the various characteristics 
associated with "acceptance" and "rejection", 

Rehabilitation should also receive further attention. This study 
suggests that home dialysis was a rehabilitation modality and that it at- 
tracted patients who were well educated and highly motivated to normalize. 
This appears to contradict the findings of Ludwig and Adams (1968) who 
concluded that that rehabilitant's role is in subjugation to the medical 
expert and that, therefore, success was more likely among patients who 
were accustomed to submissive roles, or whose social position places them 
in a status of dependency or subordination. At first the diverse findings 
are difficult to reconcile. Upon further consideration, however, the two 
studies are looking at two entirely different rehabilitation processes. 

For the most part, the subjects which Ludwig and Adams were studying were 
re-learning very basis tasks - eating, dressing, etc., whereas the candi- 
dates for home dialysis were learning a new and complex task which, in a 
sense, made them equals to their care-takers. Furthermore, Ludwig and 

Adams ignored the possiblity of postponed gratification. They assumed that 
patients who were accustomed to be submissive - that is those from lower 
socio-economic backgrounds, minority social groups, or women, would be more 
accustomed to being submissive and therefore more amenable to rehabilitation. 
This assumption does not allow for those who are accustomed to enduring pro- 
longed periods of submissiveness in order to achieve long-range goals. Con- 


tradictions and inconsistencies exist throughout the work on rehabilitation 
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and it is evident that further work needs to be done. 

Stress is another area that needs clarification. It was suggested 
early in this work that a patient's choice of treatment modality may re- 
flect his preference for stress situations. This idea should be tested. 

In addition we should examine the response of the family as well as the 
patient. Both the importance of the family in mediating stress upon the 
patient, and the impact of stress upon various members or the * family, and : 
the family unit, should be examined. 

The perspective used in this research - the career typology, should 
also be subjected to further testing. There are, for instance, several 
reasons why the findings in this particular study should be qualified. 

The first lies with the small sample and the further fact that it was draw 
from one renal unit. The spatial and temporal limits deserve emphasis. 
There is reason to believe that renal units differ greatly from one another 
- and that each varies over time. Time is particularly crucial because we 
were dealing with a new technology and the state of that technology undoubt- 
edly affected the findings. As Rosengren and Lefton (1969) point out, the 
goals of an institution are related to the technological possibilities and, 
as the technology improves, the goals and norms can be expected to change 
accordingly. 

The conclusion that almost all patients want a transplant, and that 
some patients select dialysis as awaiting modality, is consistent with the 
data, but should be verified by additional research. Social class was pos- 
ited as the major determining factor between those who choose to wait and 
those who don't. This explanation is consistent with the findings in this 
study and the results of other research, but remains speculative. A large 
sample, and a very precise measure of class, will be necessary to test this 


hypothesis. Furthermore, class is a very complex variable and although 
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education appears to be an important factor, it is not at all certain 
which of the various dimensions of class may be responsible for this ef- 
fect, nor what kind of causal relationship is involved. 

In short, renal failure offers social scientists a rich opportunity 
to pursue a number of questions which are relevant to their discipline. 
If they chose to accept the challenge they can provide some answers to 


pressing practical problems and enrich many areas of sociological theory. 
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APPENDICES 


INTERVIEW SCHEDULES 


1. Interview Questionnaire for Patients 
2. Interview Questionnaire for Nurses 


3. Interview Questionnaire for Physicians 
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RENAL UNIT STUDY 


QUESTIONNAIRE FOR PATIENTS 


SUBJECT NUMBER: 
BACKGROUND INFORMATION 
AGE: 
SEX: 


MARITAL STATUS: 


If married, are there any children? 


RELIGION: 


Is religion important to you? In an average month, approximately 
how often do you go to church? 


EDUCATION: 


OCCUPATION: 


Have you changed jobs because of your renal disease? 
EMPLOYMENT STATUS: (Employed or Unemployed) 


ADDRESS: 


Have you moved since you developed renal disease? 


Are you, or have you been, active in the Kidney Patients' Associ- 
ation or the Kidney Foundation? 


Do you belong to any other clubs and associations? 
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IT. CAREER 


How long have you had renal discase? 


How did you first learn you had renal disease? 


After you learned you had renal disease, how long was it until 
your first dialysis? Peritoneal or hemodialysis? 


Do you remember your first dialysis experience? 


How did you learn about the kidney machine? Can you 
operate it yourself? 


How long have you been, or were you, on dialysis? 


Current method of treatment: 
- dialysis (home or hospital) 


- transplant 


III. TREATMENT PREFERENCE AND CHOICE 


Which method of treatment do you prefer for yourself? Why? 
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If you are running at home, who is your partner? If you were 
to run at home, who would be your partner? 


CONSEQUENCES OF CHOICE 


Approximately how many hospital admissions have you had in the 
last year? 


Do you consider yourself to be sick or not sick? 


Is there anything else you would like to tell me? 
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RENAL UNIT STUDY 


QUESTIONNAIRE FOR NURSES 


I. BACKGROUND INFORMATION 
AGE 
SEX: 
MARITAL STATUS: 


If married, are there any children? 
EDUCATION: (basic program plus any additional education) 


WORK EXPERIENCE: 


Where have you previously worked as a nurse and for how long? 


How long have you been working on MP-5? 


II. VIEWS ON NURSING CARE IN A RENAL UNIT 


What is the role of the nurse on MP-5? 


7 = 


(noigsoube Innoitibbs yoo auly meryotq ofzsdy :WOITAQUGZ 


fgnol word rol bis serum 6 es bodtow aeeiedls voy svad orodW 


Snovbd if ieee eo pers an 
= 5 22g oe “2 


‘lt thos 


Should a nurse on MP-5 encourage patients to be independent? 
Why? 


Is it important for renal patients to learn how to run the 
kidney machine? Why? 


III. TREATMENT PREFERENCE 


What type of treatment-hospital dialysis, home dialysis, or 
transplantation do you think is best for patients? Why? 


If you were a patient, which treatment would you select for 
yourself? Why? : 
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RENAL UNIT STUDY 


QUESTIONNAIRE FOR PHYSICIANS 


I, TREATMENT PREFERENCE 


What type of treatment - hospital dialysis, home dialysis, or 
transplantation - do you think is best for patients? Why ? 


If you were a patient, which treatment would you select for 
yourself? 
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